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Call 800-475-6473 or visit www.sjogrens.org today to receive the latest information

• Refund requests must be made in writing. Registrants whose written requests are received by April 3rd will receive a 75% refund. After 

that time, we are sorry that no refunds can be made. 

• Dietary Requests: Unfortunately, we cannot accommodate all special dietary requirements. We can accommodate vegetarian or gluten-

free dietary requests. If you require a vegetarian or gluten-free meal option, please contact Caroline Mullin at the SSF office (301-530-

4420, ext. 214) by April 3rd.

• A limited number of rooms are available at the Hyatt Regency O’Hare (9300 Bryn Mawr Avenue, Rosemont, IL 60018) at the SSF rate of $125 

per night plus tax if reservations are made by April 1, 2014. Call the toll-free hotel Central Reservations number at 888-421-1442 or call the 

Hyatt Regency O’Hare directly at 847-696-1234 and refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.

• The Hyatt Regency O’Hare is approximately one (1) mile from the O’Hare International Airport. The hotel offers a 24-hour complimentary 

shuttle service to and from the airport that runs every 15 minutes. Alternate transportation suggestion: Taxi Fare/$10 (one way).

3 PAYMENT – Mail to SSF, c/o BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415

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  _______________

Signature  ________________________________________________________________ CC Security Code _______________

1 
ATTENDEE – complete for each registrant

Attendee Name(s)  _____________________________________________________________________________

Attendee Name(s)  _____________________________________________________________________________

Street Address  ________________________________________________________________________________

City  ______________________________________   State  _______________    Zip  _______________________

Telephone  _____________________________________  E-mail  ____________________________________________________

2 FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 31, 2014)

 

March 31st and before 

April 1st and after

SSF Members & Guests 

$170 per person 

$190 per person

Non-Members 

$190 per person 

$210 per person

 

TOTAL: 

Space is limited. Please register early!

Registration Form

Registration fees include: Friday evening dinner, Saturday’s lunch, 

hand-out material from speakers and entrance to exhibit area on 

Friday and Saturday.2 0 1 4  N A T I O N A L  P A T I E N T  C O N F E R E N C E

C H I C AG O ( R O S E M O N T,  I L L I N O I S )  —  A P R I L  2 5 – 2 6 ,  2 0 1 4 

Q U E S T I O N S ?  Call 800-475-6473 or visit www.sjogrens.org

A s a Sjögren’s patient, it’s easy to feel confused or overwhelmed by the 

abundance of information available about the illness and how it affects your 

body. But here is your opportunity to work on “Solving the Sjögren’s Puzzle,” 

taking an educational journey to take control of your health and day-to-day 

living by learning from the best minds dealing with Sjögren’s. 

SSF programs are the best Sjögren’s patient education opportunities in the 

country. They have helped thousands gain a better understanding of Sjögren’s and 

will help you, too. This two-day event will feature an array of presentations from 

the country’s leading Sjögren’s experts – physicians, dentists, eye care providers, 

and researchers – who will help you understand how to manage all key aspects of 

your disease. So this April 25–26, join fellow Sjögren’s patients and their family members as 

well as healthcare professionals and other experts who specialize in Sjögren’s as 

you heighten your understanding and work toward “Solving the Sjögren’s Puzzle.” 

2014 SSF National Patient Conference

“Solving the Sjögren’s Puzzle”
   April 25-26, 2014

         Hyatt Regency O’Hare

           Chicago (Rosemont, Illinois)

Presentation topics will include:

Overview of Sjögren’s Syndrome

Pulmonary Issues and Sjögren’s

Dry Eye / Dry Mouth and Sjögren’s 

What is in the Clinical Trial Pipeline?

Gastrointestinal Issues and Sjögren’s

Clinical Practice Guidelines Update

Nutrition, Wellness and Autoimmune Disease 

Overlapping Major Connective Tissue Diseases

2014 SSF National Patient Conference

“Solving the Sjögren’s Puzzle”

April 25-26, 2014

Hyatt Regency O’Hare, Chicago (Rosemont, Illinois)

In This Issue 7 I Stood Up 8  Traveling with Dry Eye 10 Memorial & Honor  11  Breakthrough Bullet 
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2014  
SSF National  
Patient  
Conference  
Highlights

On Friday, April 25, over 425 patients, 
family members and physicians trav-
eled from 34 states and 2 countries 

to Rosemont, Illinois to help better under-
stand “The Sjögren’s Puzzle” at the 2014 
SSF National Patient Conference. 

With over 80% attending their first SSF 
Conference, it was a great way to learn the latest 
Sjögren’s information from industry leading experts around 
the country and connecting with others who are going through the a 
similar health journey. 

As part of the SSF’s mission to educate patients and their families, the SSF 
takes planning this Conference very seriously. We believe in offering a quality 
conference with the best speakers from around the country, talking on the most 
pressing and important topics. This annual Conference caters to both newly di-
agnosed patients looking to understand their disease and longtime SSF members 
furthering their education on the complexity of Sjögren’s. With only two days, 
we can’t hit every aspect of Sjögren’s, but try to mix up our topics each year. This 
year’s Conference topics included: 
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l Overview of Sjögren’s Syndrome

l Pulmonary Issues and Sjögren’s

l Dry Eye / Dry Mouth and Sjögren’s

l What is in the Clinical Trial Pipeline?

l Gastrointestinal Issues and Sjögren’s

l Clinical Practice Guidelines Overview

l Nutrition, Wellness and Autoimmune Disease

l Overlapping Major Connective Tissue Diseases

Being the SSF’s largest event of the year, Foundation staff and the SSF 
voluntary Board of Directors always look forward to meeting attendees and 
watching as patients learn about new products from exhibitors, learn from our 
experts and share with one another. In addition, it was once again exciting to 
feel the energy of hundreds of people uniting to fight Sjögren’s by participat-
ing at the Conference’s awareness Walkabout on Saturday morning. 

The SSF wants to thank everyone who attended and made this educational 
Conference possible. From our sponsors to patients and their family mem-
bers, everyone committed themselves to helping each other learn and network 
to find new friends and supporters.

To help make the information available to everyone, the SSF will be offer-
ing some of our most popular talks from the weekend on audio CDs along 
with PowerPoint presentation printouts. You will be able to order these in the 
next issue of The Moisture Seekers. 

For those members who were not able to join us this year, here are a few 
highlights about the SSF Volunteer Award Winners who were announced at 
the Conference Banquet Dinner. Following in the footsteps of Elaine Harris, a 
Sjögren’s patient who founded the SSF over 30 years ago, this year’s award win-
ners show how an individual can make a difference just by getting involved! 

SSF National Patient Conference Awards Winners 
Healthcare Professional Leadership Award – Ann Parke, MD

Dr. Ann Parke has been practicing rheu-
matology for over 20 years at the Universi-
ty of Connecticut and is Clinical Professor 
of Medicine at St. Francis Hospital Medi-
cal Center. Dr. Parke has held an interest 
in Sjögren’s since the beginning of her 
career and is still one of the most sought 
after rheumatologists in the Northeast.

Dr. Parke’s career has been highlighted 
by involvement with the SSF in many 
aspects including speaking at numerous 

“2014 NPC” continued from page 1 t

Pictured from left to right: Steven Tay-
lor, SSF CEO, Dr. Ann Parke and Kathy 
Hammitt, SSF VP of Research.
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Congratulations Maurine on showing us that a diag-
nosis of Sjögren’s is not a reason to lay low, but a reason 
to stand up, shout from the Rockies and ensure that all 
patients get the care, support and love they all deserve!

Development Award – Heidi Shierry

Heidi Shierry has continued to make a difference for 
the SSF by leading the Chicago Area Support Group and 
Sjögren’s Walkabout.

However, this past year Heidi wanted to change things 
up in the Chicago area and took the initiative to try 
something new. She decided to embark on organizing an 
event that would engage the community at large with a 
fundraising dinner event. Heidi began by reaching out to 
friends and members of her church community to start 
organizing the first-ever dinner and trivia night called 
“Streams in the Desert”.

The evening was filled with music, food and fun! The 
guests enjoyed a silent auction, dinner and an interac-
tive game of Trivia! The event brought many community 
members as well as area Sjögren’s patients together and 
raised an incredible $13,000!

Thanks to Heidi and her committee, a wonderful 
time was had by all and it surely set the stage for another 
event next fall. In addition to being a great fundraiser, the 
event also engaged community members that had never 
heard of Sjögren’s!

Mission Award – Clinical Practice Guidelines 
Chairpersons (The Fearless Seven)

This year’s Mission Award goes to seven exceptional 
individuals who have led the charge to develop the first-
ever Clinical Practice Guidelines for Sjögren’s.

Under the leadership of Dr. Frederick Vivino, the idea 
to create clinical practice guidelines for how to treat, man-
age and monitor Sjögren’s patients was sparked and led to 
one of the largest initiatives ever undertaken by the SSF.

continued page 4 t

patient conferences, serving as medical advisor to the SSF’s 
Connecticut Chapter as well as writing articles for both 
The Moisture Seeker’s and the Sjögren’s Quarterly newslet-
ters. Dr. Parke currently serves on the SSF’s Medical & 
Scientific Advisory Board and also co-chairs our Rheuma-
tological/Systemic Manifestations Working Group for the 
first-ever Clinical Practice Guidelines for Sjögren’s.

One of Dr. Parke’s most notable leadership roles in 
Sjögren’s was her chairmanship of the Sixth International 
Symposium on Sjögren’s Syndrome (ISSS), a gathering of 
Sjögren’s researchers and clinicians that review the latest 
Sjögren’s research and clinical experiences. Dr. Parke is a 
pioneer for both Sjögren’s as well as female rheumatolo-
gists. Her commitment to patients is beyond the call of 
duty and it is an honor to have Dr. Parke as part of the 
SSF family!

Steven Taylor and 
Maurine Daniels

Volunteer Leadership Award –  
Maurine Daniels

Maurine Daniels began volunteering for the SSF 
almost 15 years, after being diagnosed with Sjögren’s. As 
a local volunteer support group leader for Denver, CO, 
Maurine was approached in 2003 to help pilot the first-
ever Sjögren’s Walkabout in the country. 

Under Maurine’s leadership, the Sjögren’s Walkabout 
was a huge success and has now led to the event being 
held in over 15 cities. Maurine’s ability to recruit volun-
teers, motivate area patients and help secure sponsors 
makes her a leader for the SSF. Today, the Denver Walk-
about held at the Denver Zoo attracts over 300 walkers, 
and is celebrating their 11th event this June! 

Maurine, who also serves as an Awareness Ambas-
sador, coordinates one of the most aggressive awareness 
campaigns in the country by having her local support 
group participate in health fairs held throughout the 
Denver area. For the past five years, Maurine has suc-
cessfully recruited and coordinated coverage for these 
health fairs, making her a true awareness champion.

Steven Taylor, Heidi Shierry and 
Sheriese DeFruscio, SSF VP  
of Development
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Joining Dr. Vivino in this incredibly brave endeavor are 
Rheumatology Co-Chairs Steven Carsons, MD and Ann 
Parke, MD; Ocular Co-Chairs Gary Foulks, MD and 
Lance Forstot, MD; and Oral Co-Chairs Troy Daniels, 
DDS and Michael Brennan, DDS. These seven individu-
als all have shown that their dedication transcends far 
beyond their medical practice and teaching careers into 
fully committing to helping Sjögren’s patients receive the 
care and treatment this disease deserves.

Each of our awardees has spent countless hours of 
volunteer time engaging in the highly rigorous process 
of defining how medical professionals should treat and 
manage Sjögren’s patients. On behalf of the millions of 
patients with Sjögren’s, the SSF applauds these “Fearless 
Seven,” who are well on their way to pioneering the way 
that doctors’ and patients’ experience the management of 
the disease.

Awareness Award – Giving Library

The Giving Library has helped the Sjögren’s Syndrome 
Foundation go viral in 2014 by funding two online Sjögren’s 
awareness videos that help spread the mission of the SSF.

Founders of the Giving Library, John and Laura Arnold, 
wanted to help philanthropists learn more about which 
non-profit organizations to support by producing and 
funding educational videos of worthwhile nonprofits. Af-
ter being chosen by the Giving Library in the fall of 2013, 
the SSF worked to script two videos, a brief overview of 
the Foundation and a ten question interview explaining 
the work being done by the SSF to fulfill its mission.

Steven Taylor, SSF CEO, then filmed the two videos, 
with resources provided by the Giving Library, that were 
revealed on February 2014. These videos can now be 
viewed on the SSF website!

“2014 NPC” continued from page 3 t Vision Award – Galewood Foundation

Thanks to the generosity of William & Jeanne Dale’s 
family foundation, the Galewood Foundation, the SSF 
has been able to support innovative research grants and 
increase its professional education programs as well as 
awareness efforts.

By partnering with the Galewood Foundation, the SSF 
has expanded efforts to educate physicians by continuing 
to develop and offer educational materials and courses 
through multiple professional conferences. The Galewood 
Foundation’s financial support has led to greater SSF out-
reach to healthcare professionals and facilitated the dis-
tribution of SSF materials and brochures free-of-charge 
to any healthcare office that requests them. Finally, the 
SSF has been able to utilize the Galewood Foundation’s 
support to remain a leader in Sjögren’s research support 
while also launching the SSF’s initiative to convince phar-
maceutical companies to develop new therapeutics for 
Sjögren’s through its Clinical Trials Consortium.

The Galewood Foundation’s unwavering support for 
the mission and vision of the SSF will be seen for years 
to come through the impact their support is having and 
will continue to have on Sjögren’s patients.  n

2014 SSF National Patient Conference

“Solving the Sjögren’s Puzzle”

NPC Audio CD’s Coming Soon!

Please check online at www.sjogrens.org

Steven Taylor and Dr. Gary Foulks From left to right: Steven Taylor, 
William &  Jeanne Dale and SSF 
Grantee Dr. Michael Passineau
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Dr. Tendler is an actual RESTASIS® patient and is compensated for appearing in this advertisement.  

® marks owned by Allergan, Inc.

© 2013 Allergan, Inc., Irvine, CA 92612, U.S.A.    APC88BF13 

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

You may have reduced tear production caused by infl ammation due to 
a disease called Chronic Dry Eye. Even close up, you won’t see this 
kind of infl ammation. You can use artifi cial tears for temporary relief. 
But to help you make more of your own tears, your eye doctor may 
prescribe continued use with RESTASIS® (Cyclosporine Ophthalmic 
Emulsion) 0.05% twice a day, approximately 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.

Dr. Tendler is an actual RESTASIS® patient and is compensated for appearing in this advertisement.  
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prescribe continued use with RESTASIS® (Cyclosporine Ophthalmic 
Emulsion) 0.05% twice a day, approximately 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. 
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Available by prescription only.

You see dry eyes that need artifi cial tears.

But what you don’t see could be a don’t see could be a don’t
type of Chronic Dry Eye disease.

You may have reduced tear production caused by infl ammation due to 
a disease called Chronic Dry Eye. Even close up, you won’t see this 
kind of infl ammation. You can use artifi cial tears for temporary relief. 
But to help you make more of your own tears, your eye doctor may 
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 Ophthalmic Emulsion helps increase your eyes’ natural 
ability to produce tears, which may be reduced by infl ammation due 

 did not increase tear production in 
patients using anti-infl ammatory eye drops or tear duct plugs. 

“ This type of Chronic Dry Eye 
disease causes infl ammation 
that reduces your ability to 
make tears. Your doctor may 
prescribe RESTASIS® Ophthalmic 
Emulsion. It’s what I use myself.”

–  Alison Tendler MD,  
RESTASIS® User, Eye Doctor

Individual results may vary.
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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.

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.
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What is Bold Blue Day? Imagine your colleagues or classmates trading in their tailored slacks or dresses for a day in blue jeans or bold blue to raise vital funds for Sjögren’s research and awareness.     Ask your company or your school (even your kid’s school) to consider doing a dress down day for 
the SSF.  

   How does it work?     Each person choosing to dress down would donate a 
 suggested amount to the SSF as their fee for participating. 
Some companies suggest $5 while others companies/schools 
let each person decide how much they want to donate.

     What if your company doesn’t   ever allow jeans? 
Then just have a BOLD BLUE DAY – where on a certain day 

everyone chooses to wear their favorite BOLD BLUE outfit! Then 
collect donations for the SSF that day as well.

To receive more information or have a “Bold Blue Day” kit sent   to you, contact Steph Hilton at (800) 475-6473 ext. 227 or   shilton@sjogrens.org to receive your “Bold Blue Day” kit.

Coordinate aBold Blue Day    for Sjögren’s!

I Stood Up...
Syracuse National Grid  
Lights Up BOLD Blue  
for Sjögren’s

The National Gird in Syracuse, NY, boldly lit up their 
iconic building in blue this April to shine light on 
Sjögren’s awareness in their community!

Diane Stadtmiller, the SSF’s Syracuse volunteer support 
group leader and Awareness Ambassador, wanted to raise 
awareness of Sjögren’s by asking her husband’s company, 
the National Grid, to host a Bold Blue Day. However, one 
day wasn’t enough for this bold group. Employees spent an 
entire week wearing blue and learning about Sjögren’s. 

As a leading northeastern energy company, the Na-
tional Grid building is known for lighting up the sky in 
their community but at the end of their week of being 
Bold Blue, the building changed colors and glowed blue 
in honor of Sjögren’s Awareness Month, which was cap-
tured by local media. 

After contacting the Foundation about hosting a 
Bold Blue Day, Diane was sent free awareness materials 
and all the supplies needed for the building’ employees 
to participate. Employees then dressed in blue or in 
blue jeans for a week and made a donation to the SSF. 
Sjögren’s materials were distributed from a booth in 
the building’s main cafeteria that was staffed with local 
support group members. The support group also hosted 
a lecture with a patient panel who answered questions 
from the employees in the audience. 

Thanks to their awareness efforts, they were able to 
raise $1,250 for the SSF research, education and aware-
ness programs! Seeing how fun raising awareness can be, 
plans have already been started for the company’s 2015 
Bold Blue Day event and Diane hopes her story inspires 
other companies to step up for Sjögren’s. 

Thank you Diane, the local Syracuse SSF Support 
Group and National Grid employees for being BOLD 
and supporting Sjögren’s awareness!

If you’re feeling bold and would like to learn about 
how to host a Bold Blue Day, please contact Steph Hil-
ton at shilton@sjogrens.org or (301) 530-4420 x227. Bold 
Blue Days can be held at any time throughout the year to 
help increase awareness of this debilitating disease.  n



The Sjögren’s Syndrome Foundation knows that one of 
the joys of summer is getting to take a break and go 
on vacation! To make the most of your getaway, here 

are some tips for protecting eyes when traveling. 
Exposure to sun, chlorine, ocean water and sweat can 

have bothersome effects on your already sensitive eyes. 
What’s more, traveling in planes and staying in hotels, where 
heating and air circulation systems drain much moisture 
from the air can be detrimental to dry eye sufferers. And 
what good is a vacation if it isn’t comfortable and relaxing?

It’s important to take care of your eyes all year long, 
but it’s a particularly good idea to give them a little extra 
care when traveling. Protecting your eyes from the harsh 
elements before symptoms arise can be the difference 
between that perfect vacation and one you’d rather for-
get. That said try the following tips to protect your peep-
ers; whether you’re heading South, on a business trip or 
flying to Florida to visit the in-laws. 

7 Dry Eye Travel Tips:
Artificial Tears

Plane cabins have low relative humidity conditions 
and cause an increase in aqueous tear evaporation that 
can intensify dry eye symptoms. To be fully prepared for 
the dry cabin, apply preservative free artificial tears like 
TheraTears prior to boarding the plane whether you are 
experiencing symptoms or not.

Swim Smart
Swimmer’s dry eye can be especially painful and it is 

a surefire way to ruin your much needed vacation. While 
swimming or partaking in water sports, remember that 
it’s important to wear protective goggles. Moreover, avoid 
rubbing your eyes upon emerging from the water. Keep 
your chlorine-ridden paws away from your eyes until 
you’ve washed them with clean water.

Hotel Humidifier
Staying in a hotel abroad? Ask the concierge for a 

humidifier. Try requesting one at the time you book your 
room so that the hotel has time to accommodate.

7 Ways to 
Protect Dry 
Eyes When 
Traveling

Lower the AC
Turn off the air conditioning/heating system in your 

hotel whenever possible, especially when sleeping.

Eat Right
Ensure your nutritional intake is up to par long before 

traveling. Start a regimen of omega-3’s, or begin adding 
flax seed to your smoothies to ease any inflammation and 
ensure dry eyes stay hydrated.

Sport Shades
Purchase 100% UVA/UVB blocking sunglasses. For 

especially sensitive eyes, try a wraparound style that 
blocks sun from the sides, too. (Yes, you need to wear 
your shades even on cloudy days—the sun’s rays can 
deceptively pass through cloud cover, especially between 
10 a.m. and 2 p.m.)

Wear a Hat
Never look directly at the sun and wear a wide brimmed 

hat to shield your eyes. Be sure to bring more than one hat, 
too! For example, if you’ll be playing beach volleyball or 
badminton, pack a baseball cap and wear it accordingly.

Be Prepared
If you already know you’re allergic to dust or rag weed 

that’s sure to be found in desert or windy climates, stash 
an oral antihistamine in your suitcase to relieve ocular 
redness and itching. Better safe than sorry!

Even folks who don’t typically suffer from the pain 
of dry eye disease can be affected when traveling. Low 
humidity, airplane cabins, hotel rooms and different 
climates are enough to make anyone experience some 
ocular discomfort. Whether you’ve been diagnosed with 
dry eye disease- or don’t usually experience symptoms, it 
is smart to abide by the above-mentioned tips. Trust us; 
you’ll be glad that you did everything possible to lessen 
your chances of dry eyes putting a damper on your trip 
South! Bon Voyage!

This article is a reprint from AllAboutDryEye.com, which 
is sponsored by TearLab Corporation



For additional 
information, visit 
www.neutrasal.com 
or call 866-963-8881

NEW 
NeutraSal® 
Sjögren’s 
Syndrome 
Support Kit        
Containing:
• NeutraSal ® 
• Omega-3 with 
   Vitamin E Supplement*
   for Dry Eyes and Dry  
  Mouth comfort
• Dry Mouth Gum 
   with Xylitol

*Compare to the ingredients in Thera Tears
  Nutrition (Advanced Vision Research, Inc.)

The symptoms of Sjögren’s Syndrome can have devastating effects. 
Oral dryness can result in severe and chronic dental decay, fissures, 
infections, and difficulty in speaking and swallowing. 

NeutraSal
(Supersaturated Calcium Phosphate Rinse)

®
Introducing

NeutraSal is a registered trademark of Invado Pharmaceuticals 
LLC. © 2010 Invado Pharmaceuticals, Pomona, New York
 

Complimentary with 
Every NeutraSal® 
Prescription

What is NeutraSal®

NeutraSal® is an advanced electrolyte solution indicated in 
the treatment of dry mouth (xerostomia) in patients with 
Sjögren’s Syndrome. NeutraSal® consists of single use packets 
of dissolving powders that when mixed with water creates an 
oral rinse supersaturated with calcium, phosphate and 
bicarbonate ions.

 Calcium and phosphate ions have been shown to aid in 
 the the prevention of dental caries (cavities) and promote 
 the remineralization of the teeth in normal saliva  

 Sodium bicarbonate ions reduce the acidity of the saliva 
 in the mouth and break up accumulating mucus 

 The pH of NeutraSal® is similar to normal saliva which may 
 protect the mouth against potential opportunistic fungal 
 (oral thrush) and bacterial infections

 Clinically proven to relieve the symptoms of dry mouth in 
 Sjögren’s Syndrome patients with no reported side 
 effects or drug to drug interactions

NO PATIENT LEFT BEHIND PROGRAM
The No Patient Left Behind Program is designed to provide 
access to NeutraSal® treatment for all patients regardless 
of their insurance coverage and includes no out-of-pocket 
costs for patients. NeutraSal® is a prescription only product. 
Ask your physician.

Proudly Supports

Intro_NeutraSal_Ad_v7.pdf   1/27/12   8:01:00 AM



Adhering discs for use while sleeping and daytime!
XyliMelts long lasting adhering discs temporarily relieve dry 
mouth* day and night, even while sleeping when dry mouth 
is worst.

• 500 mg of Xylitol coats, moisturizes and lubricates*
• Discretely sticks to gums or teeth
• Lasts all night
• May reduce risk of tooth decay
• 12 disc sample; just pay $3.20 shipping
   (online or telephone orders only)

* 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.

Available at Rite Aid. Call 877-672-6541 for telephone
orders or visit www.XyliMelts.com

 500 mg of Xylitol coats, moisturizes and lubricates*

 for telephone

      XyliMelts®

                for dry mouth
OraCoat

OR50-107930_3.375x3.375_Ad2_V4.indd   1 12/13/13   11:52 AM

Remember
your loved ones and 

special occasions 
with a donation to  

the SSF in  
their name.

In Memory of Barbara Crist Walker
Sandi Crist

In Memory of Barbara J. Walker Miller
Everette Bowie

In Memory of Carolyn S. Tilhonen
Desmond Tilhonen

In Memory of Elizabeth Legault
Paul & Donna Desmarais

Michael & Robin Lessard & Family
Your Friends in the Department of Healthcare Quality

In Memory of Evelyn Reisner
Elaine Cohen

Elaine & Irving Phillip
Jerry & Carol Stein

Beth, Brad, Brett and Lauren
CTCA-Eastern Regional Medical Center

Leslie Phillip-Kellman
The Weinman Family

Cheryl Phillip & Family
In Memory of Gina Shutze

Yvette Talamas
In Memory of Judith M. Gan

Harold McMann
In Memory of Judy Kang

Lynn Petruzzi
In Memory of Julie Gibson

Marilyn Adams
Ronald & Martha Lout

In Memory of Marie Gilbertson
Harriet & Karl Ecker

Paula & William Montgomery
Lynn Thomson

Pinewild Women’s Golf Association
Your Law Clerks, Joseph, Jesse & Chase

In Memory of Nancy Sentner
Debra & Allen Miller

In Memory of Patricia Rock
Paul & Carol Long

In Memory of RoseMary McCullough
Janice Ruiz

In Memory of Toby Douglas Wilt
Freeman Metal Pro, Inc.

Terrill & Tammy Vieth
In Memory of Vivian Sangil
Michael & Angela Cavotta

Brian & Lori Hamm
Lisa Ann Mason

Tony & Corrine Ruffo
Amy Semanscin

Mr. & Mrs. Robert P. O’Connor
In Memory of Waltraud Schlanzky

Kathleen & Edwin Custer
Abe & Shirley Judd

Thomas & Christine Ryan

In Honor of David Rabb
Bill & Karen Desberg

In Honor of Elaine Rippner
Love from the AZ and CA Desberg Family

Karen Desberg
In Honor of Lari Lopp
Frank & Karyn DeParis

Isabelle & Steve Des Fontaines
In Honor of Maura Barnes

Jacqui, David & Bradan
Donal Barnes

In Honor of Paula Sosin
Nancy Visocki

In Honor of Phyllis Hayes
Valerie Hayes

In Honor of Rona Karton Elias
Cousin Rabbi Stephen & Robin Einstein

In Honor of Serena Butler Boyd
Antoine & Kelley Butler
In Honor of Viola Rocca

Irmtraud Wettjen
In Honor of Yvette Gontkovsky

Von Lee 
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June
Breakthrough Bullet:
Recent Data Shows the 

Four Hallmark Symptoms of 

Sjögren’s: Fatigue, Joint Pain, 

Dry Eye and Dry Mouth

To track progress of the SSF 5-Year Breakthrough 
Goal, to shorten the time it takes to diagnose 
Sjögren’s by 50% in 5 years, the Foundation surveys 

newly diagnosed patients to see how long it took them 
from the time they sought a diagnosis to the time it took 
to receive a formal diagnosis.  The data is then analyzed 
by an independent marketing research company that 
helped us to establish that it currently takes an average 
of 4.7 years to receive a Sjögren’s diagnosis. 

In addition to tracking the time of diagnosis, the sur-
veys also ask questions about what symptoms our patients 
were suffering from while trying to gain a diagnosis.   This 
data has shown that four symptoms are emerging as the 
leading symptoms that patients are seeking help for when 
they start to look for a diagnosis.  These symptoms are: 
Fatigue, Joint Pain, Dry Eye and Dry Mouth. 

From the recommendation of the marketing research 
company, which was approved by the SSF Board of 
Directors, the Foundation is adding fatigue and joint pain 
to the two previously recognized hallmark symptoms, dry 
eye and dry mouth.

While these are the new four hallmark symptoms of 
Sjögren’s, it does not undermine the fact that Sjögren’s is 
still a chronic autoimmune inflammatory disease that can 
affect every body organ and system.  As you know, some 
of the more debilitating manifestations include dysfunc-
tion of the kidneys, gastrointestinal system, blood vessels, 
lungs, liver, pancreas, and the central nervous system.   
These four hallmark symptoms only recognize that they 
are the most popular symptoms that patients present 
with when visiting a doctor for a diagnosis.

By publicizing the new four hallmark symptoms, the 
SSF is hopeful that physicians will be better able to un-
derstand the seemly unconnected symptoms that when 
coupled together may suggest a Sjögren’s diagnosis.  

We encourage you to watch upcoming issues of The 
Moisture Seekers for additional results and findings from 
our yearly survey!   n
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2014 SSF National Patient Conference

“Solving the Sjögren’s Puzzle”

Premier Sponsor

Friend Sponsors

Official Exhibitors

Advanced Vision Research, an Akorn Company 

Camellix

Invado Pharmaceuticals

Laclede, Inc.

Lil’ Drug Store Products

MedActive Oral Pharmaceuticals

Mission Pharmacal Company

Natural Ophthalmics

OraHealth Corporation

SSF Book Table

SSF Walkabout Registration

Tales from the Dry Side Book Signing

Venta Airwasher

Special thanks to The Carroll Petrie Foundation for their generous educational grant.



™ ® © 2014 MedActive Oral Pharmaceuticals, LLC.

For a list of pharmacies near you,

visit www.medactive.com or call 1-866-887-4867

NEW

•  Immediate relief of oral discomfort

•  Long-lasting, soft tissue conditioning

•  As-needed saliva enhancement

•  Supports a balanced flora

•  Helps protect tooth enamel

Proudly Made in the U.S.A

                    Continuum™

A Comprehensive Oral Relief Protocol

Available Exclusively at your 
Local Independent Community Pharmacy

.

Did you know that the National Institutes of 
Health has a database which will allow individu-
als to search the labels of dietary supplements? 

The Dietary Supplement Label Database (DSLD) is a 
joint project of the Office of Dietary Supplements (ODS) 
and the National Library of Medicine (NLM) of the 
National Institutes of Health (NIH).

The goals of the DSLD are to:

l Include the full label information from all of the 
dietary supplement products marketed in the U.S. 
with a Web-based user interface that provides ready 
access to the data

l Serve the broader research community that has 
expressed the need for a DSLD

l Serve as an educational and research tool for stu-
dents, academics, other professionals, and poten-
tially, health care providers and the public

Considering the number of Sjögren’s patients who 
currently take dietary supplements to aid in the manage-
ment of the disease, the DSLD could prove to be a very 
useful tool. An individual can search products, brands 
and ingredients. This can allow them to review the sug-
gested use of a particular supplement, calories and daily 
values as well as search other brands and combinations 
that might be available. For instance, if a patient is taking 
fish oil and vitamin D, they could find a combination 
supplement rather than two separate supplements. This 
can result in easier maintenance of supplements and cost 
effectiveness for the patient. 

You will find more information and search the DSLD 
at http://www.dsld.nlm.nih.gov. 

Information in this article was found on the NIH  
DSLD webpage.

NIH Hosts Dietary 
Supplement Database
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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 U.S. 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 Immune System Recovery Plan: by Susan Blum, MD, MPH $25.00 $22.00
Maryland Residents add 6% sales tax
Shipping and Handling: US Mail: $5 for first item
Canada:  $14 for first item
Overseas:  $22 for first 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/ssfstore  
or by contacting the Sjögren’s Syndrome Foundation office at 800-475-6473.

The Immune System 
Recovery Plan: A 
Doctor’s 4-Step 
Program to Treat 
Autoimmune Disease
by Susan Blum, MD, MPH (Author), Mark Hyman, MD 
(Foreword), Michele Bender (Contributor)

Dr. Susan Blum, one of the most sought-after experts 
in the field of functional medicine, shares the four-step 
program she used to treat her own serious autoim-
mune condition and help countless patients reverse 
their symptoms, heal their immune systems, and pre-
vent future illness.
Dr. Blum’s Method Focuses on: 

l Using food as medicine
l Understanding the stress connection
l Healing your gut and digestive system
l Optimizing liver function
l Each of these sections includes an interactive 

workbook to help you determine and create 
your own personal treatment program. Also 
included are recipes for simple, easy-to-prepare 
dishes to jump-start the healing process.
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Raise awareness about Sjögren’s and spend

Chickpea Salad 
(from the Immune System Recovery Plan)

Beans are rich in fiber, which helps eliminate toxins through the 
digestive tract. When cooked with the sea vegetable kombu, the 
chickpeas are richer in essential minerals for good thyroid function. 
Here chickpeas get an abundance of flavor from fresh herbs and a 
vitamin C punch from lemon and red peppers. We’ve added rosemary 
for its flavor, and also because it helps support the detoxification of 
estrogens in the liver. 

Makes 6 servings
2 cups cooked chickpeas
¼ cup chopped red onion
¼ cup carrot, diced small
¼ cup bell pepper, diced small  
 (if you are avoiding nightshade vegetables,  
 substitute cucumbers or radishes)

1 tbsp fresh lemon juice
2 tbsp apple cider vinegar

4 tbsp extra-virgin olive oil
2 small sprigs rosemary, minced
2 tbsp minced parsley
Salt
Freshly ground pepper

Combine all ingredients in a serving dish.
Serve right away or chill for a few hours to allow the flavors to come together.
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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

Sjögren’s patients, and those suf-
fering from autoimmune disease in 
general, need to be cautious about 
their time in the sun.

Ultraviolet (UV) radiation emitted 
from the sun and other light sources 
(such as some fluorescent lights) can 
alter immune function and lead to 
an autoimmune response in the body 
and in the skin.

In Sjögren’s patients skin rashes and 
disease flares can result, as well as 
ocular sensitivity and pain in response 
to the sun. In Sjögren’s, sun sensitivity 
is associated with the autoantibody 
SSA/or Ro.

SSF Summer Sun Safety Tip

To protect yourself this summer
Look for the words “broad spectrum,” for protection from both  
UVA and UVB light, as SPF ratings usually refer only to UVB rays.

Tips from Mona Z. Mofid, MD, FAAD


