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2015 SSF National  
Patient Conference  
Highlights

On April 17th, attendees traveled from 
34 states and three countries to 
Tampa, Florida, for this year’s annual 

Sjögren’s Syndrome Foundation’s (SSF) Na-
tional Patient Conference. With nearly 500 
attendees, 14 exhibitors and 13 presenters, 
the National Patient Conference, “Learning to 
Thrive with Sjögren’s,” was a huge success! 

Starting in the early afternoon, participants 
gathered at the registration and exhibit area to 
kick off our two-day conference. With many 
attendees at their first SSF conference, the reg-
istration area was a great place to talk with other 
Sjögren’s patients, speakers, exhibit represen-
tatives and the Foundation’s Board of Directors 
and staff. 

Being the SSF’s largest event of the year, it’s 
always exciting to feel the positive energy of hun-
dreds of attendees from around the country con-
necting and sharing with each other, while learning 
about new products and talking to leading experts.

Dear Friends:
Awareness of Sjögren’s is on the rise – and this is thanks to the amazing volunteers and 

staff that work tirelessly to ensure that Sjögren’s continues to gain the recognition it warrants.
This past April alone, the Foundation reached more people than ever before in one 

month thanks to our various social media and online campaigns for Sjögren’s Awareness 
Month. From our own outreach, to media coverage of Sjögren’s and your willingness to 
share your story – we reached millions of individuals! 

Just the other day I received a letter from a Sjögren’s patient, who reminded me how 
important sharing your diagnosis can be to others! Her letter was simple. She used our 
April social media campaign and shared a few of our posts among her Facebook friends. 
Little did she know that one of her long-time co-workers, who is a Facebook friend of hers, 
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The SSF Education Committee works hard to ensure that our annual 
conference caters to both newly diagnosed patients and longtime Foundation 
members by continuously introducing new topics to cover the disease’s com-
plexity. Since not every topic can be covered in one weekend, the “Questions 
and Answer” portion at the end of each talk helps ensure that everyone’s 
pressing questions are answered. This year’s presentation topics included:

l Overview of Sjögren’s
l Neurological Complications
l Dry Mouth & Sjögren’s
l Dry Eye & Sjögren’s
l Ear, Nose & Throat Involvement
l Gynecological Complications
l Major Organ System Involvement
l Financial Planning for Patients with Chronic Illness

This year’s program kicked off with a special two-hour panel discussion 
and overview of “Systemic, Ocular and Oral Manifestations of Sjögren’s” by 
three leading experts about the disease’s symptoms and treatment options. 
The next session was a “Product Showcase” by Lynn M. Petruzzi, RN, MSN, 
past Chairman of the SSF Board of Directors, fellow Sjögren’s patient and 
former nurse, who highlighted the vast array of over-the-counter products 
used to treat the various manifestations of Sjögren’s. Lynn shared with 
attendees how to navigate the SSF’s most sought after brochure – the SSF’s 
Product Directory, a listing of products patients find helpful in treating their 
disease. An electronic copy of this 
directory can be found on the mem-
ber-side of www.sjogrens.org! If you 
want access to the member portion 
of our website, and don’t have an 
access code, please contact the SSF 
office by calling 301-530-4420. 

And as is tradition, our first day 
ended with our annual Banquet 
Awards Dinner, honoring volun-
teers, groups and organizations 
that have helped to further the 
Foundation’s mission by stepping 
up for all Sjögren’s patients. The 
inspirational evening closed with 
the conference’s Keynote Speaker, 
Robbin Jorgensen, CPCC, ACC, 
who talked about “The Power of 

“2015 SSF National Patient Conference” continued from page 1 t

Keynote speaker Robbin Jorgensen, 
CPCC, ACC with Steven Taylor, CEO, 
Sjögren’s Syndrome Foundation.

continued page 4 t
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help support enamel health... just like saliva.

 The revolutionary technology in 
 BasicBites Soft Chews was developed 
 at Stony Brook University School of 
 Dental Medicine. 

• Landmark research identified beneficial bacteria 
 on tooth surfaces.  
• These helpful bacteria naturally convert a nutrient     
 discovered in saliva (and contained in BasicBItes) 
 into tooth protective buffers which help keep teeth 
 in their existing and healthy pH (acid/base) balance.

• Like healthy saliva, BasicBites also contain
 calcium to coat and support healthy enamel.

Two delicious BasicBites, everyday, work behind the 
scenes to help maintain enamel health.

Leading dental professionals are recommending 
BasicBites. See why at www.basicbites.com/testimonials

120 ct- 2 month supply carton, chocolate-flavored

Only
$39.95 
2 month 
supply

Order Today with 
Free Shipping at 
basicbites.com
or call
800 - 863 - 9943

The Seriously Delicious Oral Care Breakthrough* Also an excellent source of calcium.

PRODUCTS 2014

C

M

Y

CM

MY

CY

CMY

K

MoistureSeekersFullpgMECHMay.pdf   4/20/15   1:59:37 PM



Words” and how Sjögren’s cannot define who you are or 
dictate your destiny! 

The next day began with the talk “Neurological Com-
plications and Sjögren’s” by Julius Birnbaum, MD, MHS, 
who shared the challenges and treatment options available 
for patients who experience these symptoms. Followed by 
another panel discussion, “How To Be A Proactive Patient” 
by Katherine Hammitt, SSF Vice President of Research, 
Ken Economou, SSF Chairman of the Board, and Anne 
Economou, Sjögren’s patient and volunteer. 

Attendees then took a break and were joined by Tampa 
area patients and family members who all came together 
to participate in our Tampa Area Sjögren’s Walkabout! 
This family-fun event took place right outside the Grand 
Hyatt Tampa Bay, where participants walked around 
the tropical Florida scenery and raised over $20,000 to 
benefit Sjögren’s educational and research programs! SSF 

wants to give a big thank you to Dr. Daniel Small, local 
rheumatologist, conference presenter and 2015 National 
Award Winner, who answered “Ask the Doctor” questions 
at the Walkabout. This was a great way to Stand Up for 
Sjögren’s with others in the Tampa community, while 
taking a mid-day stroll before the afternoon speaker 
presentations.

Thank you to everyone who attended this year’s con-
ference and committed themselves to helping each other 
learn, find new friends and expand their knowledge of 
Sjögren’s. We understand that not everyone can travel to 
our annual National Patient Conference, which is why we 
are offering the most popular talks on audio CDs with the 
follow-along PowerPoint presentation printouts. See the 
ad in this issue to learn how you can order them today! 

“2015 National Patient Conference” continued from page 2 t SSF National Patient Conference 
Awards Winners 

Each year the Foundation recognizes our most dedi-
cated volunteers through awards that are announced at 
the Awards Banquet Dinner held at our National Patient 
Conference. We could not accomplish all that we do 
without the hard work and dedication of volunteers like 
these awardees. Congratulations again to our 2015 Na-
tional Award Winners! 

Healthcare Professional Leadership Award – 
Daniel Small, MD

Dr. Daniel Small from Sarasota, Florida, has been 
actively engaged in the SSF for nearly 20 years. His 
commitment includes serving as medical advisor for 
our Sarasota/Bradenton Support Group, sponsor of our 
Florida area Walkabouts and contributor to both The 
Moisture Seekers and Sjögren’s Quarterly. Dr. Small has 
also served on various national committees including 
the SSF Medical & Scientific Advisory Board and on our 
Clinical Practice Guidelines Committee. Dr. Small was 
introduced to Sjögren’s during medical school and ever 
since has committed himself to helping those patients 
that suffer from its complications.

Volunteer Leadership Award –  
Suzi Wixson 

During her acceptance, Suzi was presented her award 
that read “Successful is the person who leaves the world 
better than they found it, who never fails to look for the 
best in others.” This quote perfectly exemplifies Suzi’s 
dedication to helping her fellow Sjögren’s patients and 
made Suzi a perfect volunteer to receive our Foundation’s 
Volunteer Leadership Award. This award is annually 
presented to an individual or group that has increased 
awareness, provided support to patients and their families 

Suzi Wixson (center) accepting the Volunteer Leadership Award

continued page 6 t

Five Walkabout attendees gather for a picture.  The SSF would 
like to give a special thank you to Chaille Snyder for being our 
volunteer photographer at the Tampa Walkabout
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You Stood Up!
Dr. Stephen Cohen shows that Sjögren’s  
is much more than Dry Eye!

Optometry is one specialty where physicians have 
a unique opportunity to first identify Sjögren’s 
in their patients and educate them about the 

disease’s complexity. Dr. Cohen believes this is often a 
missed opportunity, which is why he appeared on The 
Power Hour, optometry’s only live talk radio show, on 
April 1, 2015 for the segment, “Is Sjögren’s something 
optometrists are routinely missing?” 

During the interview, Dr. Cohen talked about the seri-
ousness of the disease and the tremendous impact it can 
have on a patient’s quality of life. In addition, Dr. Cohen 
highlighted the importance of optometrists being able to 
identify Sjögren’s main symptoms of dry eye, dry mouth, 
joint pain and extreme fatigue but he also talked about 
the higher risk of Sjögren’s patients developing lympho-
ma, one of the many reasons to ensure we are diagnosing 
patients quickly. 

While Sjögren’s can be difficult to diagnose because it 
mimics other conditions, it is a much more common dis-
ease than most physicians believe and it is optometrists 
who can ask their patients with severe dry eye if they also 
experience extreme fatigue, joint pain and/or dry mouth.

During the hour-long program, other optometrists 
called in to ask Dr. Cohen questions. Dr. Cohen also 
welcomed another special guest, Steven Taylor, SSF 
CEO, who discussed the seriousness of the disease and 
current initiatives to improve quality of care for Sjögren’s 
patients. Steven also discussed the SSF’s upcoming 
publication of the first-ever Sjögren’s Clinical Prac-
tice Guidelines for the treatment and management of 
Sjögren’s. These guidelines will give healthcare profes-

sionals a roadmap for how to assess and manage the sys-
temic manifestations, dry eye and dry mouth that occur 
in their Sjögren’s patients. 

Dr. Cohen has been a long-time Sjögren’s advocate and 
has written numerous articles for the Foundation, spoken 
at the SSF National Patient Conferences and serves on 
the SSF Board of Directors as the Chairman-Elect. 

Thank you Dr. Cohen for your work in the field of 
Sjögren’s to help those who suffer. 

You can listen to Dr. Cohen’s program on The Power 
Hour by visiting www.powerhour.info/previous-episodes. n

Is Sjögren’s something optometrists are 
routinely missing?  
Yes! According to Stephen Cohen, OD.
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and fully supported the mission of the SSF. 
For nearly ten years, Suzi Wixson has stepped up as 

a co-leader of the Atlanta, Georgia Support Group. Suzi 
also serves as a Sjögren’s Awareness Ambassador volun-
teer, helping us to continue our reach into Atlanta area 
physicians’ offices. And in 2008, when the SSF launched 
the first-ever Sip for Sjögren’s event in Atlanta, she joined 
the event committee and has been active ever since! 

Development Award – Heidi Syndergaard
Heidi Syndergaard never runs out of energy nor com-

mitment – figuratively and literally! From her beginnings 
as part of the Dallas Area Support Group, Heidi stepped 
up to serve on her local Sip for Sjögren’s committee as 
well as our Dallas Walkabout committee to help raise 
money for the fight against Sjögren’s. 

Heidi was then inspired by the many Sjögren’s pa-
tients who have taken the challenge to run as a member 
of Team Sjögren’s, the SSF’s marathon training program! 
And in January 2014, Heidi completed her first-ever 
half-marathon as a part of Team Sjögren’s at Disney World 
Half-Marathon! Through her two-years of being on Team 
Sjögren’s, Heidi has raised nearly $8,000. 

Awareness Award – Jenene Noll, RN
Not having Sjögren’s herself, Jenene Noll is truly a 

person who gives from her heart and soul. Jenene was 
inspired to volunteer with the SSF when she met her 
first Sjögren’s patients and started working alongside Dr. 
Michael Brennan at the Sjögren’s Syndrome and Salivary 
Disorders Center, Carolinas Medical Center in Char-
lotte, North Carolina.

Knowing she wanted to help these patients, Jenene 
volunteered to launch the Charlotte Area Sjögren’s Sup-
port Group almost 10 years ago and is the only non-  
patient support group leader for the SSF in the United 
States! Thanks to Jenene’s dedication and the staff at the 

“2015 National Patient Conference” continued from page 4 t

Heidi Syndergaard (center) accepting the Development Award

Carolinas Medical Center, awareness and diagnosis in 
Charlotte are on the rise!

Vision Award – Juliann Bannon &  
Peter Humphery

From the moment the SSF met Juliann Bannon and her 
husband Peter Humphery, we knew that they would bring 
an incredible sense of vision and focus to our research 
program. Through their family foundation, the Bannon 
Humphery Foundation, they have helped the SSF engage 
the clinical and scientific researchers of tomorrow and 
encourage their long-term commitment to Sjögren’s. 

Their continued support has enabled the SSF to part-
ner with outside organizations to award grants to medical 
students, encouraging them to learn more about Sjögren’s 
and recognize how rewarding a career in autoimmune 
disease research can be. Thank you to the Bannon 
Humphery Foundation for allowing the SSF to explore 
where we can make the best impact on future genera-
tions of Sjögren’s researchers!  n

Jenene Noll (center) accepting the Awareness Award
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Special Panel Discussion & Overview: Systemic, Ocular and  
Oral Manifestations of Sjögren’s (2 hour CD)  
by Frederick Vivino, MD, MS, Stephen Cohen, OD, and  
Vidya Sankar, DMD, MHS. $40 $25

Neurological Complications and Sjögren’s 
by Julius Birnbaum, MD, MHS $30 $18

Treatment of Major Organ System Involvement in Sjögren’s 
by Daniel Small, MD $30 $18

Understanding the Otolaryngologic Manifestations of Sjögren’s 
by Myron B. Jones, MD $30 $18

Vaginal Issues and Sjögren’s  
by Colin MacNeill, MD $30 $18
Maryland Residents add 6% sales tax

Shipping and Handling:
U.S. Mail: $5 for first item + $1 for each additional item
Canada: $14 for first item + $1 for each additional item
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or Fax to: 301-530-4415

Name  ________________________________________________________________________________________________________

Address  ______________________________________________________________________________________________________

City  ________________________________________________________   State  ___________    Zip  ______________________

Telephone  ______________________________    E-Mail  _________________________________________________________

Missed the 2015 Conference?
Get all the vital information you need on audio CD!

Four of our most popular talks from the 2015 National Patient Conference held in Tampa, Florida,  
are available for purchase as audio CDs. Each talk is 30-40 minutes long and comes with the handouts 
used by the presenter. 

In addition to the individual talks, you can purchase the conference kick-off session,  
a two-hour overview of Sjögren’s, its manifestations and treatment options.

Buy just the talks you want to hear  
or purchase the whole set!
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Team Sjögren’s is headed to the West Coast to partic-
ipate in the 2015 Disneyland® Half-Marathon and 
10K in Anaheim, California this September!

 The SSF is looking for runners/walkers who want to 
train to participate in either the Disneyland half mar-
athon (13.1 Miles) or the Disneyland 10K (6.2 miles). 
Both events happen the same weekend (September 
5th/6th, 2015) and each runner/walker will be a part of 
the Team Sjögren’s training program – where our 
experienced team will help you train and 
get ready for the race! 

These magical courses will take you 
through the legendary Disneyland Park, 
Disney California Adventure Park and the 
beautiful City of Anaheim before a fun 
filled finish near Disneyland Hotel where 
you will receive your Disneyland half mara-
thon or 10K Finisher Medal! 

As a Team member, you will receive world-
class training along with mentorship from past 
runners and Foundation staff. Our team train-
er 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. These events are sold out to the public, how-
ever the SSF has limited spaces 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- Disneyland!  n

Run Disney
Run or Walk with Us at Disneyland, California!!

Call or Email Today! Only 35 Spots are Available!
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NEW  
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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.
 Clinically proven to relieve the symptoms of dry mouth
 in Sjögren’s Syndrome patients with no reported side
 effects or drug to drug interactions
 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

 
NeutraSal® 
Sjögren’s 
Syndrome 
Support Kit        
Containing:
Eye Vitamin and Mineral 
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Comfort* 

Sugar Free Dry Mouth Gum 
with Xylitol

Proud Sponsor
DIRECT ACCESS PROGRAM The Direct Access Program 
is designed to provide access to NeutraSal® treatment for all patients 
regardless of their insurance coverage or financial condition. The program 
includes no out- of-pocket costs (co-pay) for most patients and free trial 
medication for patients without coverage. The NeutraSal® Direct Access 
Program and Support Kits are only available through the NeutraSal® 
Specialty Pharmacy Network. (Not valid for local retail pharmacies).

NeutraSal® is a prescription item. For 
additional information on NeutraSal® 
or the Direct Access Program, please 
visit www.neutrasal.com or call 
866-963-8881 ext #1. 2014 Invado Pharmaceuticals, 

Pomona, New York

This statement has not been evaluated by the FDA.
This product is not intended to diagnose, treat, 
cure or prevent any disease. 
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was also a Sjögren’s patient! But because she was willing 
to share her Sjögren’s diagnosis to her Facebook friends, 
these two co-workers were able to find out that they both 
were living with the disease. And now, because of the 
SSF’s campaign, they can now help each other as they 
struggle through their Sjögren’s journey.

Another patient told me last year, that she finally de-
cided to put on Facebook that she was attending one of 
our events. She had never told anyone she had Sjögren’s 
but she thought it would be just something simple to say, 
“I am in Chicago attending the Sjögren’s Patient Confer-
ence, having a great time and learning a lot.” And from 
that one simple post, her cousin contacted her and asked 
her why she was attending the conference. Come to find 
out – she and her cousin both suffer from Sjögren’s but 
neither knew the other one had it! 

These stories are two simple examples of why we all 
must talk more about Sjögren’s! The more you share, the 
more people will hear about Sjögren’s and people will start 
to realize that it is more common than they realize. By 
sharing, people will start to pay attention to the symptoms 
and hopefully get diagnosed if they are suffering but don’t 
know why and most importantly, as I always say, as more 

“Letter from CEO” continued from page 1 t

patients are diagnosed with Sjögren’s, the more the medi-
cal community will have to pay attention to our disease.

So as the Spring starts to wind up, I want to thank 
all of you for sharing your story! For standing up against 
Sjögren’s, for volunteering at our Spring events and for 
donating to our cause. Together, we will make Sjögren’s a 
household name!

From your CEO, 
Steven Taylor

June 2015 / The Moisture Seekers 9



Date:  ________________________________ 

Additional notes about 
daily activities/results:

Sleeping Notes

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

Bed Time:  ____________________

Hours of Sleep: ______________

Times Getting up for Medication:  _______________________

Activity Notes

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

Tracking 
Your 
Sjögren’s 
Symptoms

Symptom Morning Afternoon Evening
Fatigue Level

Joint Pain

Dry Eyes

Dry Mouth

Key: N= None, S= Slight, M= Moderate, SE= Severe, I= Intense

Work Sheet

Dry eyes, corneal  
ulcerations, and  

infections

Difficulty 
swallowing,  

heartburn, reflux  
esophagitis 

Recurrent bronchitis,  
pneumonia, 

interstitial  
lung disease

Arthritis, muscle 
pain

Abnormal liver 
function tests, 
chronic active  
autoimmune 

hepatitis, primary 
biliary cirrhosis  

Vaginal dryness,  
vulvodynia

Neurological 
problems, 
concentration/
memory-loss (brain 
fog) 

Dry nose, recurrent  
sinusitis, nose bleeds

Dry mouth, mouth  
sores, dental decay;  
difficulty with 
chewing, speech, 
taste and  
dentures  

Dry skin, vasculitis,  
Raynaud’s 
phenomenon

Stomach upset, 
gastroparesis,  
autoimmune 
pancreatitis

Peripheral neuropathy  
(numbness and 
tingling 
in the extremities)
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The SSF  
in action:
Breakthrough Bullet

On April 30-May 2nd, 2015, Michele Champig-
ny, SSF’s Director of Professional Awareness, 
attended the Congress of Clinical Rheumatol-

ogy conference in Destin, Florida, where she was able 
to interact with close to 500 Rheumatologists from all 
across the country. 

As an exhibitor at the conference, the Sjögren’s Syn-
drome Foundation (SSF) was able to discuss Sjögren’s 
with attendees and connect providers with the various 
resources available by the SSF. The conference held two 
excellent sessions on Sjögren’s with both programs having 
well over 250 providers in attendance. A long-time friend 
of the Sjögren’s Syndrome Foundation, Athanasios Tziou-
fas, MD, from University of Athens, in Greece presented 

Sjögren’s Syndrome: Clinical Presentation and Outcomes, 
as well as, Sjögren’s Syndrome: Therapeutic Modalities: 
Current Treatment and Future Prospects. In his program 
on therapeutic modalities, Dr. Tzioufas discussed how 
significant progress has been made in the last decade 
with Sjögren’s and he made a very strong case for the 
need to further understand the ways Sjögren’s affects pa-
tients differently and how this information will be critical 
in the development of future Sjögren’s therapies. 

The Congress of Clinical Rheumatology was only one 
of a number of professional conferences that the SSF at-
tends each year as we strive to connect providers with the 
latest information for managing and treating Sjögren’s. n
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David and Margaret Bonsignore
Family of Leonard and Rosie Barthelemy

George and Julie Tatro
Geralyn and Donna Tatro

Libby Callahan
Mike and Verene Sandoz

Rich King
Your Russell Colleagues

In Memory of Gretchen Schultz Snider 
Colorado Cousins, Dorothy LaHue, Margie Samuelsen and Families

In Memory of Guadalupe Garcia
San Diego and Imperial Counties Chapter of Sjogren’s

In Memory of Helen McManus 
Janice and Rene Tasse
Sonia and Larry Fenick

In Memory of Judy Winter
Duane Winter

In Honor of Adrienne Goldman
Shirlee Stromberg-Gluckstein
In Honor of Deborah Dadak

Zach Dadak
In Honor of Deirdre Perl-Strock

Jordan & Eileen Kaplan
In Honor of Donna Glassco

Carmen Glassco
In Honor of Gloria Moses

Lauren A. Moses
In Honor of Janice Best

Pat Irving
In Honor of Lari Lopp

Isabelle & Steve DesFontaines
In Honor of Michael Goldman

Marlene Simon
In Honor of Stacie Thomas
Mr. & Mrs. Joe B. Thomas

In Memory of Henrietta E. Hughes 
Alliance Material Handling

Barbara Clemens
Denise Santagata

Jean McCann
Malkentzos Family

In Memory of Marjorie Ramsdell 
Daryl Sancton

Beverley Hartunian and Family
David and Beverly Ditmars

DeeDee and Karl
Mary Tuncer

Susan Mcraven
In Memory of Mary McCarthy 

The Sweeney’s
In Memory of Omar A. Pupo 

John Pupo
In Memory of Peggy Hammond Wolk
Fred Fernandez and Irma Rodriguez

Harold and Gloria Moses
In Memory of Rosalie Joyce Zimmerman

Kristin and Michael Magee
In Memory of Steven Spreckman

Elaine and Larry Levin
In Memory of Tony DiIanni 
Anthony and Jamie Dilanni

Carol Steinbrecher
Edward, Betsy and Christian Pitingolo

Flocco and Basile Family
Health Advocate – Client Services, QA, and Admin Teams

James and Palmina Startare
Roseann Gualtieri

In Memory of Wilma Stark
Yvonne Noel

Remember your loved ones 
and special occasions with  
a donation to the SSF in 
their name.
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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 and CVS. Call 877-672-6541
for telephone orders or visit www.oracoat.com

 500 mg of Xylitol coats, moisturizes and lubricates*

Available at Rite Aid and CVS. Call 877-672-6541

      XyliMelts®

                for dry mouth
OraCoat

™

OR50-108460_3.375x3.375_Ad2_Sjogrens_V2.indd   1 8/11/14   3:51 PM

30 Words for Sjögren’s Awareness 
You helped over 280,000 people learn about Sjögren’s 

in just one month!
As many of you know, Sjögren’s is one of the most 

common, yet unknown diseases, but you are helping to 
change that!

This past Sjögren’s Awareness Month, we used your 
words to help educate the public about this complex 
disease and how it affects those who live with it. 

On our SSF blog, Conquering Sjögren’s, we asked, “If 
you are living with this disease or know someone who is, 
what is one word that represents ‘Sjögren’s’ to you?” From 
the overwhelming response, we took your words and cre-
ated our 2015 April Campaign, “30 Words for Sjögren’s 
Awareness.” 

Each day in April we posted a different word on our 
social media pages that described what the disease 
means to those affected by it, along with a fact or tip that 
related to the word.

Thanks to you – this campaign was a HUGE suc-
cess! In just April alone, the SSF’s website had 281,481 
unique visitors, with 99,547 of the views coming from 
social media – a 300% increase from social media visitors 
in April 2014. 

Equally impressive, was our Facebook response. On April 
3rd, our most popular word, exhaustion, was posted and 
received 2,985 Likes, 1,905 Shares and 744 Comments! 

So with your help and commitment, we are starting to 
make Sjögren’s a household name!  n

Day1: Complex. Sjögren’s is not a “cookie cutter”  
disease & affects patients differently. Many patients 
experience dry eyes, dry mouth, fatigue and joint pain, 
but Sjögren’s also causes dysfunction of other organs 
such as the kidneys, gastrointestinal system, blood ves-
sels, lungs, liver, pancreas, and the central nervous sys-
tem. And while some people experience mild discom-
fort, others suffer debilitating symptoms that greatly 
impair their functioning.

Day 3: Exhaustion. Fatigue is often described as 
one of the most debilitating symptoms of Sjögren’s. Teri 
Rumpf, author of the Sjögren’s Survival Guide, ex-
plains it as: “It can come on suddenly & I have to stop 
whatever I’m doing & just sit down (as soon as I can). 
It can happen anywhere, at any time. It is the kind of 
fatigue that makes me shut off the computer in mid–
sentence. It is visible to those who are observant and 
know what to look for, even though I make gargantuan 
efforts to disguise the fact that it is happening.”

Day 19: Empowered. Scientific data shows that 
longevity is associated with the successful manage-
ment of chronic diseases, such as Sjögren’s, not the 
absence of a disease! While Sjögren’s is not a “cook-
ie cutter” disease and one coping technique will not 
work for every patient, finding what works for YOU is 
a difficult but important process.

Day 26: Flares. Imagine spending all day plan-
ning a family dinner. Everything is in order and just 
before it’s time for people to arrive, you are hit with a 
crippling wave of fatigue and joint pain. This is what 
it is like to live with Sjögren’s.  n
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Premier Sponsor

Friend Sponsors

Official Exhibitors
 Akorn Laclede
 Alcon MedActive Oral Pharmaceuticals
 Biocosmetics Laboratories Mission Pharmacal Company
 Camellix OraHealth
 Catalyst Sales & Marketing Ortek Therapeutics
 Desert Harvest SSF Book Table
 Invado Pharmaceuticals SSF Walkabout Registration

This program was made possible in part by a grant from Bausch + Lomb.

Learning to  
  Thrive with Sjögren’s

2015 National Patient Conference

Thank you to our 2015 Conference Sponsors

DRY MOUTH RELIEF 
NOW  

BEING SERVED

Rx Only

INDICATIONS: Aquoral is intended to provide relief from chronic and  
temporary xerostomia (dry mouth), which may be a result of disease such as  
Sjögren’s Syndrome, oral inflammation, medication, chemo or radiotherapy,  
stress or aging. Aquoral relieves symptoms of dry mouth such as difficulties in 
swallowing, speech, and changes in taste. 

Aquoral® is approved for dry mouth due to  
Sjögren’s Syndrome1

• Coats, lubricates, and protects

• Reduces mouth dryness2,3

• Improves ability to chew and swallow2,3

• One application lasts up to 4 hrs2,3

• Easy to afford with patient savings card

• Gluten free4

For 
Sjögren’s Syndrome 

 Patients suffering from

“COTTON-MOUTH”

Visit aquoral.com 
 Download the valuable  

Most 

Please see full Prescribing Information on next page. Copyright © 2014 Mission Pharmacal Company. All rights reserved.  missionpharmacal.com   AQU-14001

AQU-14001_SSF-PatientAd.indd   1 7/2/14   6:34 PM



With the Spring and Summer events underway we’ve 

also started planning for the fall and winter!

We want to make a BIG awareness impact in as many 

communities as we can this year and need your help!

Maybe there is already a Sip for Sjögren’s or Walkabout 

in your area and you would like to get involved. Or 

maybe you are motivated and want to start an event  

in your area.

Contact Sheriese DeFruscio at 301-530-4420 x212 or  

by email at sdefruscio@sjogrens.org to learn how you 

can get involved.

By purchasing these awareness wrist-
bands, you are helping us achieve 
our 5-Year Breakthrough Goal:

“To shorten the time to diagnose 
Sjögren’s by 50% in 5 years!”

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

Pack of 10 for $15.00†

Pack of 20 for $25.00†

Call 800-475-6473 and 
order yours today!

New Sjögren’s Merchandise: Awareness Wristbands

† plus $5.00 shipping and handling

Start an event in your area!

sip for

a fine water 
tasting event
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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

Get Ready to 
Celebrate! 
July 23, 2015 is the 6th Annual  
World Sjögren’s Day  

World Sjögren’s Day was created to commemorate the 
birthday of Dr. Henrik Sjögren, a Swedish ophthal-
mologist who discovered Sjögren’s.

In 1929 Dr. Sjögren met a patient who complained of dry 
eyes, dry mouth and joint pain. While each of these symptoms 
were already well known, it was the combination of them that 
Dr. Sjögren noticed and decided to investigate. 

Dr. Sjögren could have been just an ophthalmologist who 
happened to meet a patient with dry eyes, but his open mind 
led him to the discovery of an unknown clinical entity that was 
later named after him. 

Your support has allowed researchers to build on Dr. Sjögren’s 
work, making the recent scientific breakthroughs in the field 
possible and on July 23, we will celebrate the man who has 
helped all patients find answers to their health questions. 

Mark your calendars and stay on the lookout for more infor-
mation from the SSF about how you can join in the celebration 
of what would have been Dr. Henrik Sjögren’s 116th birthday!  n


