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SSF Launches 5-Year Breakthrough Goal
T

he Sjögren’s Syndrome Foundation’s Board of Directors is proud that after months
of planning and the involvement of many volunteers, patients and physicians,
we have set a new aggressive 5-Year Breakthrough Goal that will change
the face of Sjögren’s. Our new breakthrough goal is:

“To shorten the time to diagnose Sjögren’s by 50% in five years!”
That means, by 2017, the SSF hopes to shorten the time it takes
to get diagnosed with Sjögren’s. As many of you know, the average time
fromthe onset of symptoms to a diagnosis is over 5 years and we all agree
that this is too long!
Our new 5-year goal will focus the SSF on increasing awareness of the general
public but also of the healthcare providers who are missing the diagnosis. “We
cannot sit on the sidelines and let those patients suffer any longer. That is why the
SSF Board of Directors is taking action to ensure we do everything we can to increase
awareness and to help those patients yet to be diagnosed,” said Steven Taylor, SSF CEO.
Taylor continued, “although we are focusing on getting more patients diagnosed,
the SSF will not take any attention away from helping those already diagnosed with
Sjögren’s. We will be adding new resources, developing new educational programs and
serving as support to patients and their families.” Taylor has been quoted as saying,
continued page 2 t

What the Breakthrough
Goal Will Mean
for Patients:
A Doctor’s Perspective
by Nancy Carteron, MD, FACR

A

s a practicing rheumatologist, I have been distressed to see too many Sjögren’s
patients come into my clinic after experiencing years of symptoms and going
from doctor to doctor and leaving without a diagnosis, answers to their questions or any real help. Our patients are clearly frustrated by our medical community and the lack of validation provided by healthcare professionals, family,
co-workers and friends because of the inability to secure an accurate diagnosis,
or at minimum, a “working hypothesis.” I am amazed that a disease that was first
described in 1933 could still be so under-recognized in the 21st century! However,
thanks to the Sjögren’s Syndrome Foundation, we can all work together to change
this unbelievable but common situation, so we can start helping patients earlier,
improve their quality of life and provide them with proper management and treatment guidelines.

Sjögren’s patients should not have to suffer any longer from the lack of physician awareness and education. When I see someone who has not been able
to obtain a diagnosis for a long time, I face a much tougher job helping that
continued page 6 t
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“SSF Launches” continued from page 1 t

“the SSF was founded by a patient, Elaine Harris, for patients and the SSF
will never lose that focus.”
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Board of Directors
Chairman of the Board
Lynn M. Petruzzi, RN
Chairman-Elect
S. Lance Forstot, MD
Treasurer
Kathryn L. McCarren
Secretary
Fred R. Fernandez
Estrella Bibbey
Michael T. Brennan, DDS, MHS
Pamela S. Brown
Steven E. Carsons, MD
Nancy L. Carteron, MD, FACR
Stephen Cohen, OD
Peter C. Donshik, MD
Kenneth Economou
Denise Faustman, MD, PhD
Theresa Lawrence Ford, MD
Mary W. McNeil
Shari Rood
Vidya Sankar, DMD, MHS

Medical & Scientific
Advisory Board
Chairman
Elaine Alexander, MD, PhD
Richard Brasington, MD
Steven E. Carsons, MD
Troy E. Daniels, DDS, MS
H. Kenneth Fisher, MD, FACP, FCCP
Gary Foulks, MD, FACS
Philip C. Fox, DDS
Tara Mardigan, MS, MPH, RD
Austin K. Mircheff, PhD
John Daniel Nelson, MD, FACS
Kelly Nichols, OD
Athena Papas, DMD, PhD
Ann Parke, MD
Andres Pinto, DMD
Nelson L. Rhodus, DMD, MPH
Daniel Small, MD, FACP
Neil I. Stahl, MD
Pamela Stratton, MD
Frederick B. Vivino, MD, FACR
Chief Executive Officer
Steven Taylor

e-mail: tms@sjogrens.org
www.sjogrens.org

The Foundation plans to achieve the 5-Year Breakthrough Goal by
working on three specific action items:
Increasing public awareness
Increasing awareness among the general public is not new to the SSF;
however, with our new breakthrough goal, we will be focusing on more targeted
communications, building relationships with the media and utilizing our Awareness Ambassadors (volunteers who help the SSF distribute awareness materials
in their communities) to distribute educational information.
Increasing involvement from our friends and partners
Increasing involvement from our friends and partners is going to be critical
for us to achieve this breakthrough goal. We need to partner with our various
stakeholders (pharmaceutical partners, corporate partners and friends/family)
to help us spread the word about Sjögren’s. We will be asking them all to step
up and help us fundraise as well as raise awareness. With their help, we will be
making a concerted effort at media outreach, healthcare professional awareness
and education as well as increasing our resources for patients. “Every partner
and friend can assist in some way, and we will be calling upon everyone to step
up and help us,” said Steven Taylor.
Increasing education and awareness among healthcare professionals
Increasing education and awareness among healthcare professionals is
something that current patients know is urgently needed. Trying to get physicians and dentists to understand Sjögren’s is a major challenge, and the SSF
is determined to focus on this very problem. By increasing our visibility at
professional conferences, by speaking at professional associations and by
visiting one-on-one with physicians – we plan to start to change the face of
Sjögren’s in the medical community. “We are determined to have Sjögren’s at
the top of their mind when they hear a patient complaining of our hallmark
symptoms of dry mouth, dry eye, fatigue or joint pain,” said Lynn Petruzzi,
SSF Board Chairperson.
But all of these plans will take time. We have set an ambitious 5-year timeline with a series of consecutive goals and actions that we plan to accomplish
each year along the way. Our hope is that by getting more patients diagnosed,
all patients will benefit because doctors will start to take note of Sjögren’s as
they see more and more Sjögren’s patients in their practices! “Physicians will
need to become more knowledgeable about Sjögren’s, and all patients will see
a benefit from that,” said Taylor.
So as we launch our new Breakthrough Goal – we need your help. Read
further in this issue about ideas for how you can help us increase awareness and/or raise funds for the SSF. It will take an army to achieve our goal,
but just imagine if we all band together – how we could change the face of
Sjögren’s for all patients, present and future! n
The Moisture Seekers® Newsletter is published by the Sjögren’s Syndrome Foundation Inc., 6707 Democracy
Blvd., Ste 325; Bethesda, MD 20817. Copyright ©2012 Sjögren’s Syndrome Foundation Inc. ISSN 0899-637.
DISCLAIMER: The Sjögren’s Syndrome Foundation Inc. in no way endorses any of the medications, treatments, or products mentioned in advertisements or articles. This newsletter is for informational purposes
only. Readers are advised to discuss any research news, drugs, treatments or products mentioned herein
with their health care providers.

For patients with Sjögren’s syndrome

DRY-MOUTH SYMPTOMS DON’T HAVE
TO BE SO DISTRACTING.
If you experience dry-mouth symptoms due to Sjögren’s syndrome, then you already know how distracting these
can be to your daily life. It might be time to ask about EVOXAC® (cevimeline HCl), a prescription treatment that
works by stimulating the production of your body’s own natural saliva.
Talk to your doctor to see if EVOXAC can help, or visit DiscoverEVOXAC.com.
Please see important information about EVOXAC below.

Important Safety Information
What is EVOXAC?
• EVOXAC (cevimeline HCl) is a prescription medicine used to treat
symptoms of dry mouth in patients with Sjögren’s syndrome.
Who Should Not Take EVOXAC?
• You should not take EVOXAC if you have uncontrolled asthma, allergies
to EVOXAC or a condition affecting the contraction of your pupil such
as narrow-angle (angle-closure) glaucoma or inflammation of the iris.
What should I tell my Healthcare Provider?
• Tell your healthcare provider if you have any of the following conditions:
• History of heart disease;
• Controlled asthma;
• Chronic bronchitis;
• Chronic obstructive pulmonary disease (COPD);
• History of kidney stones;
• History of gallbladder stones
• Tell your healthcare provider if you are trying to become pregnant,
are already pregnant, or are breastfeeding.
• Tell your healthcare provider about all medications that you are
taking, including those you take without a prescription. It is
particularly important to tell your healthcare provider if you are
taking any heart medications especially “beta-blockers”.
• If you are older than 65, your healthcare provider may want to
monitor you more closely.

General Precautions with EVOXAC
• When taking EVOXAC use caution when driving at night or
performing other hazardous activities in reduced lighting because
EVOXAC may cause blurred vision or changes in depth perception.
• If you sweat excessively while taking EVOXAC drink extra water
and tell your health care provider, as dehydration may develop.
• The safety and effectiveness of EVOXAC in patients under 18 years
of age have not been established.
What are some possible side effects of EVOXAC?
In clinical trials, the most commonly reported side effects were
excessive sweating, headache, nausea, sinus infection, upper
respiratory infections, runny nose, and diarrhea.
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 visit www.EVOXAC.com for full Product Information for EVOXAC.
For patients having difficulty affording their Daiichi Sankyo medication,
please call the Daiichi Sankyo Patient Assistance Program at
1-866-268-7327 for more information or
visit www.dsi.com/news/patientassitance.html.

•

Please see a brief summary of Important Information for EVOXAC on the next page.

1-877-437-7763
2010

DSEV10000226

2010
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How can you help with
the Breakthrough Goal?

T

he 5-Year Breakthrough Goal is a HUGE initiative that the Share with your friends and family
Foundation is excited and proud to take on! The accomDon’t be afraid to talk about Sjögren’s with everyone
plishment of this goal will help both future and current
you know. The more you talk, the more people will learn
patients, while hopefully changing the way Sjögren’s is perand the sooner we will reach the point where Sjögren’s is
ceived by the general public and medical field.

a household name.
The history of the Foundation shows that one person
can make a difference, and there are many ways YOU can Host or attend an awareness/fundraising event
See our listing of upcoming SSF events in this issue.
help us achieve this goal by increasing awareness in your
If
there’s
not an event near you, think about hosting your
local community.
own Walkabout or Sip for Sjögren’s event.
You can help by increasing Awareness
in your community

You can help by increasing Physician Awareness
Awareness Ambassadors
Inform all of your Healthcare Providers
Becoming an Ambassador is the best way to spread
• Be sure that your healthcare providers make available
awareness in your immediate community. The goal for the
the What is Sjögren’s? brochures in their offices. (Call
Awareness Ambassadors program is to utilize your help to
the SSF to request an order form for your physician. All
distribute SSF materials in local communities throughout
SSF brochures are available free of charge.)
the country.
• Remember to contact your past health care providers,
Local Health Fairs
including your dental providers, eye care providers,
Always be on the lookout in your newspaper, commuand OB/GYN care providers and inform them of
nity bulletins or online to find out about local health fairs
your diagnosis of Sjögren’s and provide them with a
you can attend to help spread the word about Sjögren’s.
sample of the What is Sjögren’s? brochure.
Talk to your local media
• Contact your health care providers and ask them
Everyone has a unique story to tell about their journey
if they would like to receive a free subscription to
with Sjögren’s, and reaching out to local media is a great
the only health professional resource on Sjögren’s
way to raise awareness. Call your local news outlets and
syndrome, The Sjögren’s Quarterly. (Contact the
ask to speak with the health and wellness reporters. ReSSF for a SQ subscription request form to present to
porters are always looking for interesting stories, so help
your physician.)
continued page 6 t
them out and share yours!
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“What the Breakthrough Goal Means” continued from page 1 t

patient. Without treatment, patients may have developed
serious consequences from dry eye or dry mouth such
as corneal scarring, loss of teeth, profound fatigue, or
chronic upper respiratory problems. Systemic symptoms
could have been caught earlier and ameliorated. I am
frustrated by the knowledge that their physical symptoms
could have been improved or alleviated and damage limited if someone had only considered Sjögren’s and helped
that patient receive a proper diagnosis.
As difficult as the physical symptoms have been for
these patients, the emotional repercussions of having
an undiagnosed disease can be even more devastating.
Fatigue, pain and other symptoms may have prevented
patients from joining in activities, working or simply
enjoying life. At the same time as they were dealing
with burdensome symptoms, patients often have faced
disbelief, rejection and a lack of understanding. They frequently have lived in fear about the unknown and what
their symptoms might really mean for their future. Some
patients have even lost their jobs and become alienated
from friends and family. Most have struggled every day
without the validation of knowing that there was a probable explanation for their symptoms.
We as physicians suffer as well when we cannot
diagnose a patient. We enter our profession wanting to alleviate suffering, and how can we alleviate suffering when
we cannot understand what is causing that suffering and

have a system that does not allow the time for research?
This can lead to too much time passing before a diagnosis is delivered, too many tests, too many referrals and
frustration on everyone’s part, and too much money being
spent. If we increase the education of those who might
see a patient professionally, we can decrease the suffering
over the long run.
My role as a physician is to help undo the damage that
follows from a patient’s inability to obtain a diagnosis. I
see the relief on patients’ faces when they are told they
have a possible reason for feeling the way they do and
they realize that someone can help them navigate the road
ahead as they live with a chronic and difficult disease and
find solutions. Yes, I was trained in the same medicine
system as my colleagues, but I experienced patients’ needs
that were not being met. I have learned that to work in
partnership with my patients can lead to better, healthier
lives. And most fortunate of all, I have an innovative organization to which I can refer them for additional support,
information, and an opportunity for them to help others –
the Sjögren’s Syndrome Foundation.
With this Breakthrough Goal, I, and we, can imagine
a world in which it takes HALF the time for patients to
obtain a diagnosis of Sjögren’s. I can imagine that the
number of patients will increase as diagnosis becomes
swifter and easier. And finally, I can imagine a world in
which our medical community as a whole will start taking
Sjögren’s more seriously. n

Host an event in your area…
We’ll help.

sip for
a fine water
tasting event

If you are interested in organizing a Sip for Sjögren’s event in
your area, please contact Pat Spolyar, Director of Awareness,
at 800-475-6473, ext. 221 or pspolyar@sjogrens.org.

“How You Can Help” continued from page 5 t

• Be sure that your area rheumatologist offices post
information on and inform their Sjögren’s patients
about upcoming area Sjögren’s Support Group
meetings and SSF events.
• Inform your healthcare providers about the SSF
Breakthrough Goal and ask them to share information about Sjögren’s with their colleagues and,
if possible, to share the information at any future
professional meetings that they plan to attend (i.e.
regional dental association meetings, medical association meetings, etc.).

Sponsor your Doctor(s)
• Purchase a gift of an annual Sjögren’s Syndrome
Foundation membership for your doctors so that
they will receive and display the monthly Moisture
Seekers publication.
• Purchase a gift of the most recent edition of the
Sjögren’s handbook for your health care provider(s).
If you would like to learn more about any of these
programs and how you can help, please visit the Foundation’s website, www.sjogrens.org, or contact the Foundation at 1-800-475-6473. n
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I Stood Up…
Sjögren’s Goes TURKEY!

O

n or around Thanksgiving Day, across America, over 50
individuals donned their Team Sjögren’s T-shirts and participated
in one of their local community Turkey Trot events. Whether it was a
5K or Marathon, we are very excited to announce that while many of us were
preparing our Thanksgiving dinners, these individuals were out spreading
Sjögren’s awareness in their communities.

What exactly is a Turkey Trot? A Turkey Trot is a fun or competitive
run which usually is held on Thanksgiving morning in anticipation of a
hearty Thanksgiving feast! They are held in cities across the nation with
hundreds or even thousands of participants. They often are organized by
and benefit local food banks or other community charities. Many runners
or aspiring runners decide to participate in their local Turkey Trot event
annually as a holiday tradition bringing along friends and family members.
We are quite pleased to have so many individuals participate and
represent Sjögren’s this past November and appreciate their dedication to
increasing awareness.
Thanks to those who supported our 1st Annual Turkey Trots of America!
Enjoy these photos of some of the Team Sjögren’s participants…
If you have an interest in helping spread Sjögren’s awareness through
running, contact the Foundation about how you can
participate in our upcoming Team Sjögren’s Marathon and
Half-Marathon Training program. n

How will you
Stand-up?

How long is
too long?
A

n early diagnosis and treatment are important for
preventing complications of Sjögren’s. Unfortunately,
reaching a diagnosis can often be difficult and has been
found to take an average of over 5 years from the onset of
symptoms.

Difficulty being diagnosed is something that the Foundation hears often from members. While some patients
are fortunate and find a knowledgeable physician early,
more commonly, patients spend years frustrated with
either a misdiagnosis or no diagnosis at all.

To wait over 5 years for an accurate diagnosis is too long!
That is why the SSF has established our Breakthrough
Goal of shortening the time to diagnosis of Sjögren’s by
50% in 5 years. We are hoping to make the average diagnosis time less than 2½ years! n

Here are some faces of Sjögren’s and how long it took them to get diagnosed. . .

Shannon
6 Years
Darien, IL

Lisa
7 Years
Windham, MA

Cathy
6 Years
Oklahoma City, OK

Judylee
6 Years
Flemington, NJ

Amy
4 Years
Austin, TX

Anne
16 Years
Birmingham, AL

Jennifer
8 Years
Charlotte, NC

Vicki
3 Years
Nashville, TN

Tanya
9 Years
Sioux Falls, SD

Joe
9 Years
Newcastle, WA

Kim
6 Years
San Antonio, TX

Jessykara
7 Years
East Bridgewater, MA

These are examples of TOO LONG! Just imagine if these patients could have gotten a quicker diagnosis!
That is why we need your help to achieve our Breakthrough Goal! Help future patients not struggle getting diagnosed.
Volunteer, donate or hold an event to help raise awareness! Together, we are unstoppable!

we’ve got your hat –
bring your running shoes!
Join Team Sjögren’s in Nashville,
the home of country music...
...and the Country Music
Marathon and Half-Marathon

Nashville

J

oin Team Sjögren’s and train to run or walk in the
2012 Country Music Marathon and Half-Marathon
in Nashville on April 28, 2012.

We are looking for 30 inspired individuals to join us as
we begin to train for this challenge. We understand that not
all Sjögren’s patients are able to run or walk in a marathon,
so we hope you will extend this invitation to family
members as well as friends who may be interested
in participating in this challenge!
Just imagine the difference you will be
making as you run or walk in honor of
all Sjögren’s patients!

To learn more, contact
Cynthia Williamson
at 800-475-6473 ext. 205 or
cwilliamson@sjogrens.org

2012
Last Year’s Team Sjögren’s Participants

Help Us Kick-Off the
SSF Breakthrough Goal
– Buy a Copy of The
Sjögren’s Book for
your Doctor!

The Sjögren’s Book –
Fourth Edition
Edited by Daniel J. Wallace, MD
The NEW 2011 Edition of the
Sjögren’s handbook has been
completely revised and expanded
with All New chapters and the
latest information on Sjögren’s!
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.

NonMember
Price

Member
Price

The Sjögren’s Book – Fourth Edition: Edited by Daniel J. Wallace, MD
Maryland Residents add 6% sales tax
Shipping and Handling:
US Mail: $5 for first item + $2 each additional item
Canada: $8 for first item + $2 each additional item
Overseas: $18 for first item + $2.50 each additional item

$30.00

$26.00

Qty

Amount

Total Amount

Mail to SSF, BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415
Name _____________________________________________________________________________________________
Address _ __________________________________________________________________________________________
City __________________________________________________ State _________

Zip __________________________

Telephone ______________________________ E-Mail ______________________________________________________

o Enclosed is a check or money order (in U.S. funds only, drawn on a US bank, net of all bank charges) payable to SSF.
o MasterCard o VISA o Discover o AmEx Card Number _____________________________ Exp. Date ___________
Signature _ ______________________________________________________________

CC Security Code_ ___________
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Help
Others
Find an
Answer!
Become a Sjögren’s Awareness Ambassador!

O

ver four million Americans are estimated to have Sjögren’s, yet fewer than one million
have been diagnosed! If only there were more people out there to tell the undiagnosed
about this disease!

Do you remember when you first heard the symptoms of Sjögren’s and realized that
there is an explanation for what your body is going through?
Maybe you first heard about Sjögren’s from your doctor or a friend or you read about it
online, but the more people we have out there spreading the word, the greater chance
the undiagnosed will find an answer sooner.
That is why the SSF is launching our Awareness Ambassador program and we are looking
for volunteers across the country to step up and raise awareness about this debilitating
disease. Each Awareness Ambassador will be encouraged to talk with community members, local doctors, and local media outlets to explain the connection between dryness
symptoms and Sjögren’s.
If you would like to get involved but are unsure how you would accomplish any of this,
do not worry: there will be training opportunities available for all volunteers. You will
only be asked to do what you are able, and remember that every little bit helps!
If you are interested in becoming an Awareness Ambassador, contact Kathy Ivory at the
Foundation office at 800-475-6473, Ext. 213 or by e-mail at kivory@sjogrens.org.
Become a Sjögren’s Awareness Ambassador and help others find an answer to
their symptoms.
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In Memory of Aleatha Iacolucci
Linda Osborne

In Honor of Ann Cosgrove for Christmas
Floyd, Judy, Lynn & Kari Eschler

In Memory of Cindy Winn
Jerry & Sandra Finchum

In Honor of Anne Murray
Stephen House

In Memory of Cornelia “Anne” Mayer Stewart
Virginia Ravenel
Plum Hammond
Mardie Faucette

In Honor of Catherine Claiborne
Jaka, Yvie & Kaizer

In Memory of Dorothy & Paul Hess
Lola Tucker
In Memory of Dorothy Hess
Pat Smith
In Memory of Dorothy Irene Rutledge
Ken, Lisa & Drew Heintz
In Memory of Gladys Gibbons Beach
Charlotte Marie Beach Hankins
In Memory of Jackie Sciulli
Steve & Linda Crabtree

In Honor of Debbi Sorrentino’s 55th Birthday
Lila Kissin
In Honor of Dr. Richard Hector
Melody Carpenter
In Honor of Erica Hanson, Michelle Hester & Staff,
Another great year working together,
The Boss
In Honor of Jackie Hill’s 72nd Birthday
Michael & Kim Hill
In Honor of Janelle Burnette
L. Kelly Dixon
In Honor of Joanna & Jonathan Demarest for Christmas
Esther-Catherine Alexander

In Memory of Janis Rosenlund
Debra Bifaro

In Honor of Judy Brunson-Hadley for Christmas
Randall & Diana Triplett

In Memory of Jodi Dahl
Ann Miller
In Memory of Julia Lee Moreland
John & Cheryl Dawson & The Riot Squad
Ursula from Sibernet-L
SOS-SRF Board of Directors
In Memory of Julie H. Healey
Charlotte Milnor
In Memory of Kathleen Courtney Ritter
Wanda Meeks & Alan
Phil & Angie Corbett
KPR, Bluegrass East Chapter
Greg & Mary Pat Meyer
The Simon Family
Byron Hughes
In Memory of Louise Warren
Orin & Pearl Griffith

In Honor of Kate Snider
Mom
In Honor of Lenora Brochowski for Christmas
Christine Suleyman
In Honor of Linda Howard for Christmas
Jane & Richard Webb
In Honor of Margaret Rothman
Gale Stockman
In Honor of Michele Hebert Killingsworth
Kathy S. Lord King
In Honor of Pat Pitcavage for Christmas
Karen Pitcavage
In Honor of Thomas Kort
Tish Armstrong
In Honor of Trudy Applebaum’s Birthday
Jay Applebaum

In Memory of Nora Lee Nelson
Nanette Nelson Miller

In Honor of Venus Williams
Anonymous Donor

In Memory of Retta Kalena
Yvonne Posthuma

In Honor of Virginia Sue Kelly for Christmas
Susan Mactye

Legacy of Hope
Sjögren’s Syndrome Foundation

If you would like to receive information on how you can Leave a Legacy to support the Sjögren’s
Syndrome Foundation’s critical research initiatives or to support one of our many other
programs, please contact Steven Taylor at 800-475-6473.

Book Early – Space is Limited!
2012 SSF National Patient Conference

“Charting the Course”
April 20-21, 2012
San Diego Marriott La Jolla, La Jolla, California

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 for “Charting the Course” for an educational
journey to take control of your health and day-to-day living by learning from the best
minds dealing with Sjögren’s. This April, join fellow Sjögren’s patients and their family members as well as healthcare professionals and other experts who specialize in
Sjögren’s at the 2012 SSF National Patient Conference in La Jolla, California.
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. Presentation topics will include:
Overview of Sjögren’s Syndrome
Sleep Disorders and Sjögren’s
Dermatological Issues and Sjögren’s
Gastrointestinal Issues of Sjögren’s
Gynecological and Urinary Issues with Sjögren’s
Sjögren’s Survival: A Patient Perspective
Is it Lupus or Sjögren’s?
Management of Dry Eye
Dry Mouth and Sjögren’s
Testing New Drugs and Future Directions
Sjögren’s Research Update
So this April 20-21, we invite you to join with us in “Charting the Course” to an amazing opportunity for heightening your understanding of Sjögren’s at the 2012 National
Patient Conference in La Jolla, California!
Call 800-475-6473 or visit www.sjogrens.org today to receive the latest information.

Space is limited. Please register early!

Registration Form
Registration fees include: Lunch each day, snacks and beverages, Friday evening dinner,
hand-out material from speakers and entrance to exhibit area on Friday and Saturday.

2 0 1 2 N a t i o n a l P a t i e n t C On f e r e nc e
L a J o l l a , C a l i f o r n i a — Ap r i l 2 0 – 2 1 , 2 0 1 2

1

ATTENDEE – complete for each registrant
Attendee Name(s) _ _____________________________________________________________________________
Attendee Name(s) _ _____________________________________________________________________________
Street Address _ ________________________________________________________________________________
City _______________________________________ State _ _______________ Zip ________________________
Telephone ______________________________________ E-mail _____________________________________________________

2
3

FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 26, 2012)
March 26th and before
SSF Members & Guests
$165 per person
Non-Members
$190 per person

March 27th and after
$185 per person
$210 per person

TOTAL:

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________________

• Refund requests must be made in writing. Registrants whose written requests are received by March 30th 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 glutenfree dietary requests. If you require a vegetarian or gluten-free meal option, please contact Stephanie Bonner at the SSF office (301-5304420, ext. 214) by April 11th.
• A limited number of rooms are available at the San Diego Marriott La Jolla (4240 La Jolla Village Drive, La Jolla, CA 92037) at the SSF
rate of $120 per night plus tax if reservations are made by March 26, 2012. Call the toll-free hotel reservation number at 800-228-9290
or call the San Diego Marriott La Jolla directly at 858-587-1414 and refer to the group name “Sjögren’s Syndrome Foundation” for the
discounted rate.
• The San Diego Marriott La Jolla is approximately 15 miles from the San Diego International Airport. The hotel does not provide a shuttle
service. Alternate transportation suggestions: Super Shuttle/800-974-8885. Estimated Taxi Fare/$43 (one way).

Q u e s t i o n s ? Call 800-475-6473 or visit 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

Be Part of the SSF Breakthrough Goal Team – Join Us at One of Our Events!
2012 SSF Special Event Calendar
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 Walkabout or Sip for Sjögren’s coming to your area.

February
25

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

April
Phoenix Walkabout & Health Fair
Paradise Valley Mall, Phoenix, Arizona

March

15

SIp for Sjögren’s – Atlanta
Nelson Mullins, Atlantic Station, Atlanta, Georgia

20-21

National Patient Conference
San Diego Marriott La Jolla, La Jolla, California

10

Orlando Walkabout
The Oviedo Mall, Oviedo Florida

21

25

Long Island Walkabout & Health Fair
Roosevelt Field Mall, Garden City, New York

San Diego Walkabout
San Diego Marriott La Jolla, La Jolla, California

28

Team Sjögren’s Country Music Marathon
Nashville, Tennessee

TBA

Michigan Walkabout

sip for
a fine water
tasting event

