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The Sjögren’s Syndrome
Foundation Releases
Clinical Practice Guidelines
in Oral Management for
Caries Prevention
As part of the Sjögren’s Syndrome Foundation’s (SSF) ongoing initiative to develop the first-ever U.S. Clinical Practice
Guidelines for Sjögren’s– we are proud to announce that our first oral guidelines, “Caries Prevention in Sjögren’s” have been
finalized and published.
Six years ago, the SSF initiated the development of clinical guideline recommendations for medical practitioners in three
categories: rheumatology, oral medicine/dentistry and eye care providers. These guidelines will help to standardize patient care
by giving physicians a roadmap of how to treat and manage their Sjögren’s patients.
The SSF would like to thank our committee chairmen and members of the oral working group for volunteering their time
and expertise to develop these guidelines. We would also like to thank all SSF members and supporters for helping to make
the dream of Sjögren’s Clinical Practice Guidelines start to become a reality!
continued page 2 t
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s many of you know, in 2010, the Sjögren’s Syndrome Foundation (SSF) formally launched our
international Clinical Trials Consortium with the
mission of facilitating and promoting successful clinical
trials for Sjögren’s.
Thanks to an amazing group of dedicated rheumatologists and SSF staff who work on this consortium, we are on
the cusp of amazing discoveries for a Sjögren’s therapeutic.
Never in the history of the disease, has there been so
much interest in finding new treatment options for Sjögren’s
patients. And what is most exciting is that when we talk
about finding new treatment options, we are NOT talking
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The Sjögren’s Syndrome Foundation’s Clinical
Practice Guidelines for Caries Prevention
by Domenick T. Zero, DDS, MS, Indiana University School of Dentistry, Oral Health
Research Institute, Indianapolis, Indiana; Michael T. Brennan, DDS, MHS, Department
of Oral Medicine, Carolinas Medical Center, Charlotte, North Carolina; and Troy E.
Daniels, DDS, MS, Department of Orofacial Sciences, UCSF Schools of Dentistry and
Medicine, San Francisco, California
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he SSF Clinical Practice Guidelines “Caries Prevention in Sjögren’s”
has been released! The guidelines will help dentists, oral medicine
specialists and Sjögren’s patients determine the best strategies for
preventing caries due to dry mouth. These recommendations mark the
first-ever set of Clinical Practice Guidelines for Oral Manifestations of
Sjögren’s. The SSF Oral Working Group stresses that identification of potential Sjögren’s patients in one’s clinical practice is critical for ensuring
proper monitoring of Sjögren’s patients, timely treatment, prevention of
serious complications, and referral to other specialists who can monitor
and manage non-oral aspects of this disease.
Salivary dysfunction in Sjögren’s frequently leads to rampant caries,
tooth erosion and loss, diminished quality of life and costly treatment.
Providing guidelines for improved and greater consistency of care across
all areas of Sjögren’s is a top priority for the SSF. To ensure that dentists
and other specialists embrace and follow these guidelines, a highly rigorous and transparent process outlined by several leading national organizations was followed, including the American Dental Association (ADA)
and its Center for Evidence-Based Medicine, which assisted the SSF in
this important initiative. The Journal of the American Dental Association
(JADA) published this first set of guidelines for oral management in
Sjögren’s in its April 2016 issue.
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The SSF Oral Working Group (See Table 1) divided
oral manifestations into three phases for guidelines
development: Caries Prevention, Caries Management
and Restoration, and Mucosal Management and
Symptom Relief. For Caries Prevention, questions
pertaining to the following topics were addressed: use
of fluoride, salivary stimulants, antimicrobial agents
and nonfluoride remineralizing agents.
Table 1
Oral Working Group for SSF Clinical Practice Guidelines
Caries Prevention Guidelines Chair:
Domenick Zero, DDS, MS
Oral Working Group Co-Chairs:
Troy Daniels, DDS, MS
Mike Brennan, DDS, MHS
Chair for all SSF Guidelines:
Frederick B. Vivino, MD
Fluoride:
Domenick Zero, DDS, MS, Chair
Mabi Singh, DMD, MS
Ava Wu, DDS
Salivary Stimulation:
Athena Papas, DMD, PhD, FACD, Chair
Ibtisam Al-Hashimi, BDS, MS, PhD
Antimicrobials:
Carol M. Stewart, DDS, Chair
James Sciubba, DMD, PhD

parameters for the literature searches and assessments
for quality of studies.
Literature search terms were defined with the help
of an ADA guidelines expert and librarian, who then
conducted the systematic literature search. At least two
TRG members reviewed the abstracts for each topic
and determined which studies were relevant to the clinical question(s) and met pre-determined parameters.
Data was then extracted by two or more TRG
members based on study characteristics, sample and
disease information, evidence, and study quality. The
TRGs as a whole rated the strength of the evidence,
developed a draft recommendation and provided a
rating for the strength of the recommendation. When
insufficient evidence was available, guidelines were
based on expert opinion. For scoring the strength of a
recommendation, a modified version of the Grading
of Recommendations Assessment, Development and
Evaluation (GRADE) was used based on the American
Society of Clinical Oncology (ASCO). (See Table 2)
Table 2
Strength of the Recommendation Definitions
Ratings for the Strength of each Recommendation are based on a variation
of GRADE as developed by American Society of Clinical Oncology (ASCO).*
Strong

Nonfluoride Remineralizing Agents:
Andres Pinto, DMD, MPH, MSCE, Chair
Mahvash Navazesh, DMD
Nelson Rhodus, DMD, MPH, FACD
Additional Contributors:
Phil Fox, DDS
Theresa Lawrence Ford, MD (Rheumatology)
Stephen Cohen, OD (Ocular specialist)
SSF Lead Staff:
Katherine M. Hammitt, MA

Methods
The process of developing these guidelines was extremely rigorous and time consuming for the SSF and
all the physicians who donated their time.
Guiding principles and methodology processes
remain consistent across all SSF guidelines topics in
Sjögren’s. Topic Review Groups (TRGs) were established for each designated topic area. Guidelines
Protocol Worksheets pre-defined the methodology to
be followed, including defining the clinical questions
(in a PICO format that includes patient population,
intervention, comparison and outcome) and creating

There is high confidence that the recommendation reflects best
practice. This is based on: a) strong evidence for a true net effect
(e.g., benefits exceed harms); b) consistent results, with no or
minor exceptions; c) minor or no concerns about study quality;
and/or d) the extent of panelists’ agreement. Other compelling
considerations (discussed in the guideline’s literature review and
analyses) may also warrant a strong recommendation.

Moderate There is moderate confidence that the recommendation
reflects best practice. This is based on: a) good evidence for
a true net effect (e.g., benefits exceed harms); b) consistent
results, with minor and/or few exceptions; c) minor and/
or few concerns about study quality; and/or d) the extent
of panelists’ agreement. Other compelling considerations
(discussed in the guideline’s literature review and analyses)
may also warrant a moderate recommendation.
Weak

There is some confidence that the recommendation offers
the best current guidance for practice. This is based on: a)
limited evidence for a true net effect (e.g., benefits exceed
harms); b) consistent results, but with important exceptions;
c) concerns about study quality; and/or d) the extent of
panelists’ agreement. Other considerations (discussed in the
guideline’s literature review and analyses) may also warrant a
weak recommendation.

*http://www.asco.org/sites/www.asco.org/files/online_data_supplement_bcrr_update_2.pdf
continued page 4 t
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The recommendations were then put through a
consensus process to determine the level of agreement. In addition to the proposed recommendation
and strength of that recommendation, the TRGs
provided the evidence-based tables, a clinical rationale
and evidence summary for review by the Consensus
Expert Panel (CEP). The majority of panelists were
clinicians in dental practices and oral medicine. Dental hygienists and Sjögren’s patients also participated.
Scoring was based on a six-point rating scale, with
comments encouraged. The TRGs considered all comments and required a minimum of 75% agreement.

Guidelines
Clinical questions, Recommendations and Strength
of each Recommendation are provided in Table 3.
(page 8 & 9)
Fluoride
The use of fluoride received the strongest recommendation as a first line of defense. While only one
study looked specifically at Sjögren’s patients, the
TRGs analyzed 12 additional studies using fluoride
in dry mouth patients, the majority of whom were
head and neck radiation patients. The 1977 study by
Dreizen et al was the first to link topical fluoride with
caries prevention in dry mouth; further studies built
on this beneficial finding and used improved clinical
methods that allowed for a higher level of quality and
less risk of bias. As such, the TRGs had a high level of
confidence that using fluoride reflects best practice,
and the recommendation on fluoride was rated as a
strong recommendation. The TRGs were unable to
make a recommendation about types of fluoride or
frequency of use due to the lack of studies.
Salivary Stimulation
Salivary stimulation is widely accepted as a basic
therapeutic measure for preventing caries in Sjögren’s
patients with dry mouth. However, no studies were
available that addressed the TRGs clinical question,
and as a result, the recommendation to use salivary
stimulants was rated as weak. Salivary stimulation
through gustatory or masticatory stimulation and
pharmaceutical agents such as sugar-free lozenges or
chewing gum, xylitol, mannitol and prescription medications pilocarpine hydrochloride (Salagen®) and cevimeline (Evoxac®), is seen as an important adjunctive
therapy, even though the evidence is weak (or lacking).
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Antimicrobial Agents
After reviewing the abstracts found in the systemic
literature search, nine studies were selected for further
analysis. The subsequent decision to focus solely on
chlorhexidine reduced the number of studies to three,
none of which involved Sjögren’s patient. Because of
the lack of evidence and side effects associated with
chlorhexidine, a recommendation to consider use of
chlorhexidine in Sjögren’s patients with dry mouth was
made but rated as weak.
Nonfluoride Remineralizing Agents
An initial selection of 23 studies was made by the
TRGs but reduced to two after thorough analysis.
These studies found calcium phosphate rinse to be
beneficial in preventing caries. A recommendation
to consider use of nonfluoride remineralizing agents
was made, and, while evidence was limited, expert
opinion led the TRGs to rate this recommendation as
moderate. Xylitol was not included in the literature
search and subsequent recommendation because
products containing xylitol were just coming onto the
market when the guidelines initiative was started. A
recent systematic review confirmed that in general the
evidence is weak for use of xylitol, although one study
showed that fluoridated toothpaste with xylitol was
more effective in preventing caries than toothpaste
with fluoride alone.

C

M
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MY

CY
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K

Conclusion
Therapeutic goals remain largely palliative until
etiology is better elucidated by scientists and therapies developed that not only increase salivary flow but
ultimately target the disease process in Sjögren’s. The
recommendation on the use of fluoride in Sjögren’s
patients with dry mouth clearly has the most evidence,
and fluoride should be used in all such patients to prevent caries. The use of salivary stimulation, antimicrobials, and nonfluoride remineralizing agents should be
considered as adjunctive treatments for patients.
All areas under Caries Prevention need further
study, specifically in Sjögren’s. Because of the greater
level of evidence for recommending use of fluoride in
Sjögren’s patients with dry mouth, patients in a clinical
trial should all receive fluoride, and the comparative
group may then contain another agent plus fluoride to
determine effectiveness of that other agent.
Challenges faced by the SSF Oral Working Group
in developing these recommendations included finding
continued page 6 t
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“Clinical Practice Guidelines” continued from page 4 t

few studies that met pre-selected criteria and, as a
result, needing to consider data from causes of dry
mouth other than Sjögren’s. In addition, classification
criteria for Sjögren’s, outcome measures and the manner in which outcomes were assessed, varied greatly
across studies making comparisons difficult.
In spite of these challenges, the SSF Clinical
Practice Guidelines for Managing Caries Prevention in Sjögren’s patients with dry mouth provide a
much-needed beginning for consistency and greater
quality of care by practitioners, improved quality of life
for patients, and better informed insurance coverage.
We encourage all patients to share these new guidelines with your oral care providers and talk to them
about the recommended therapies published. You can
visit www.sjogrens.org to view the most updated information about the SSF Clinical Practice Guidelines
and watch for future issues of The Moisture Seekers. n

Do we have
your e-mail
address?
If you want to receive
all the latest updates
from the Sjögren’s
Syndrome Foundation,
make sure we have
your most up-to-date
e-mail address!
Contact us at ssf@
sjogrens.org to be
certain we have your
latest e-mail address
in our database.
Just like all information
you give the Foundation, your e-mail
address will remain
private and will never
be given or sold to an
outside organization.

NATURAL
SOOTHING
SOLUTIONS
FOR
IMMEDIATE
AND LONG-TERM
DRY EYE RELIEF.
• Soothing Moist-Heat Therapies
• Hydrating Nighttime and
Daytime Shelter
• Moisturizing Skin Therapies
Designed for Sensitive Dry Skin
• Doctor Recommended
• New Products and Colors

“DEDICATED TO SEEING RELIEF”

Proud Supporter of the Sjogren’s Syndrome Foundation
Eye Eco Patented Technologies Made in the USA

EyeEco_Moisture Ad_04082016.indd 2

www.eyeeco.com
888.730.7999

15% Member Discount

Online use promo code SSF
or call toll-free 888.730.7999
4/8/16 1:13 PM
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What You Need to
Know About Sjögren’s
Clinical Trials
by Kristen Snipes, Project Director at Rho,
a Clinical Research Organization

C

linical trials are a crucial element in medicine
and health care to help develop drugs that
will treat or possibly cure certain diseases.
Researchers use clinical trials to test if a drug works,
how well it works, how safe it is and how it compares
to any currently available treatments.
Before a drug can be tested on human patients, it
is tested for years in labs. Clinical trials are among the
final steps of the drug development process. When
drugs are brought to clinical trials, pharmaceutical
companies must find enough patients to participate
in the research in order to get solid results. The rarer
the condition, the more difficult it can be to find the
number of patients needed for a trial.

Considerations for Participating
in a Clinical Trial
If you have been diagnosed with Sjögren’s and are
thinking about participating in a clinical trial, there
are several factors you should consider. You can learn
about trials taking place in your area on the Sjögren’s
Syndrome Foundation’s website, under “Clinical Trials
Resources.” When researching details of potential
trials that might work for you, find out the risks and
benefits of each trial, ask if there are any costs that
you may be responsible for associated with participation, and most importantly, talk to your doctor about
whether or not the trial is right for you.
One specific consideration for participating in a
Sjögren’s study is your diagnosis. In some cases, the diagnostic criteria in the study protocol may be different
than the criteria your doctor used in your diagnosis.
Clinical trials can help patients gain access to new

drugs and expert medical care, while contributing to
important medical research benefiting the larger community. However, patients should not enter a clinical
trial without considering the risks and costs to themselves as well – the medication might not work, or
might have unpleasant side effects; the time and travel
to the study site, time for study visits and absences
from work might be costly; and once the trial is complete, the treatment may still need to undergo months
of approvals before you can have regular access to it.
Additionally, as a patient in a clinical trial, you may
receive a placebo drug or therapy instead of the new
treatment being studied. Even if you are a patient receiving a placebo, you will still receive basic standard
of care and medical oversight for your condition.

How do Clinical Trials Work?
Clinical trials vary greatly depending on the type
of study and the treatment being tested. Each trial
is usually funded, or sponsored, by a pharmaceutical
company, academic research center, or federal agencies such as the National Institutes of Health (NIH).
Studies take place across the U.S. and even globally,
at hospitals, physician offices, clinics and more – one
study might have researchers conducting the trial in
many different locations.
Prior to enrolling, you should know how long the
study is expected to last, where you will need to go and
what you will need to do in order to participate, how
your participation will be compensated for – or if you
will be compensated for your participation and more.
These questions can be answered during discussions
continued page 15 t
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Table 3 – Recommendations for Oral Disease Management in Sjögren’s: Caries Prevention

Sjögren’s Syndrome Foundation
for Oral Disease Management: C

Frederick B Vivino1, Domenick Zero2, Michael Brennan3, Troy Daniels4, Carol Stewart5, Athena Papas6, Andres Pinto7, James Sciubba8, Ibtisam Al-Hashim
Julie Frantsve-Hawley17, Katherine M. Hammitt14 and Sjögren’s Syndrome Foundation Clinical Practice Guidelines Committee, 1University of Pennsylvania,
6
Tufts University, 7Case Western Reserve University, 8The John Hopkins School of Medicine, 9Baylor College of Dentistry, 10University of Southern California
Sjögren’s Syndrome Foundation, 15 Dr. Stephen Cohen-Doctor My Eyes, 16North Georgia Rheumatology Group, PC, 17American Dental Association

Recommendations
Use of fluoride
Clinical Questions:
l

l

In primary Sjögren’s patients, does the use of a topical fluoride compared to no topical fluoride
reduce the incidence, arrest or reverse coronal or root caries?
In primary Sjögren’s patients, is one topical fluoride agent more effective than another in
reducing the incidence, or to arrest or reverse coronal or root caries?

Recommendation
Topical fluoride should be used in Sjögren’s patients with dry mouth.
No information was available to answer the second question.

Strength of Recommendation
STRONG

Salivary Stimulation
Clinical Questions:
l

In primary Sjögren’s patients, does salivary stimulation compared to not stimulating saliva
flow reduce the incidence, arrest or reverse coronal or root caries?

Recommendation
While no studies to-date link improved salivary function in SS pts to caries prevention,
it is generally understood in the oral health community that increasing saliva may
contribute to decreased caries incidence. Based on its expert opinion, the Topic
Review Group recommends that sjögren’s patients with dry mouth increase
saliva through gustatory, masticatory stimulation, and pharmaceutical agents –
For example, sugar-free lozenges and/or chewing gum, xylitol, mannitol, and the
prescription medications pilocarpine and cevimeline.

Strength of Recommendation
WEAK

9
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Clinical Practice Guidelines
Caries Prevention

mi9, Mahvash Navazesh10, Nelson L. Rhodus11, Mabi Singh12, Ava Wu13, Philip Fox14, Stephen Cohen15, Theresa Lawrence Ford16, Sharon Tracy17,
, 2Indiana University School of Dentistry, 3Carolinas Medical Center, 4UCSF School of Medicine & Dentistry, 5University of Florida College of Dentistry,
a, 11University of Minnesota School of Dentistry, 12Tufts University School of Dental Medicine, 13University of California School of Dentistry, 14

Antimicrobials
Clinical Questions:
l

In primary Sjögren’s patients, does the use of antimicrobial agents compared to placebo
reduce the incidence, arrest or reverse coronal or root caries?

Recommendation

Strength of Recommendation
WEAK

Chlorhexidine administered by varnish/gel/or rinse may be considered in Sjögren’s
patients with dry mouth and a high root caries rate.1

Non-fluoride remineralizing agents
Clinical Questions:
l

l

In primary Sjögren’s patients, does the use of non-fluoride remineralization agents compared to
placebo reduce the incidence, arrest or reverse coronal or root caries?

In primary Sjögren’s patients, does the use of non-fluoride remineralization agents compared to
the use of fluoride reduce the incidence, arrest or reverse coronal or root caries?

Recommendation
Non-fluoride remineralizing agents may be considered as an adjunct therapy in
Sjögren’s patients with dry mouth and a high root caries rate.

Insufficient information was available to answer the second question.

1 Due to insufficient/weak evidence, this recommendation is based on expert opinion.

Strength of Recommendation
MODERATE

You Stood Up!
SSF Members Stand Up Around the Country

T

he Sjögren’s Syndrome Foundation’s fiscal year
ended on June 30th. Thanks to your support, we
are excited to finish another successful year as we
continue forward and further embark in our journey to
develop new therapeutics to treat Sjögren’s.
Thank you to everyone who stepped up by attending, volunteering or donating to one of our events over
this past year! The Foundation’s success is a direct result from you, our amazing volunteers and supporters.
The SSF 2016 - 2017 National Event Calendar will
be released shortly, but below is a look back at last
year’s SSF National Events:
l

Mysterious Comedy Night – October 3, 2015

l

Nashville Area Walkabout – October 3, 2015

l

Rockin’ Trail Run Niquette Bay – October 10, 2015

l

Harrisburg Walkabout – October 17, 2015

l

Northern Virginia Sip for Sjögren’s – October 18, 2015

l

Boston Sip for Sjögren’s – October 27, 2015

l

Streams in Desert Trivia – November 14, 2015

l

Team Sjögren’s Goes Turkey – November 26, 2015

l

Team Sjögren’s Half Marathon & 10K – January 8-9, 2016

l

Phoenix Walkabout & Health Fair – February 20, 2016

l

SSF Sjögren’s National Patient Conference – April 8-9, 2016

l

Seattle Walkabout – April 9, 2016

l

Atlanta Sip for Sjögren’s – May 1, 2016

l

Philadelphia Walkabout & Health Fair – May 7, 2016

l

Raleigh/Durham Sip for Sjögren’s – May 17, 2016

l

Northeast Ohio Walkabout – May 21, 2016

l

New York City Sip for Sjögren’s – May 23, 2016

l

Denver Walkabout – June 4, 2016

l

Dallas Walkabout & Health Fair – June 4, 2016

l

Greater Washington Walkabout & Family Day – June 11, 2016

Thank you to our National Walkabout &
Sip for Sjögren’s Sponsor

And a special thank you to everyone who
achieved our “Sjögren’s Star” status by raising
over $1,000 for an SSF Walkabout! View our
Sjögren’s Stars on www.sjogrens.org.
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“Letter from CEO” continued from page 1 t

about symptomatic treatments, but therapeutics to treat
the entire disease!
The SSF’s consortium has been busy working with
numerous pharmaceutical companies to educate and
inform them about the unmet need in Sjögren’s. Currently, we have over 8 companies entering the area of
developing a therapeutic for Sjögren’s. In addition, the
SSF has been working with the U.S. Food and Drug
Administration (FDA) to learn more about how the
SSF can help ensure that a treatment for Sjögren’s is
effective, safe and ultimately approved.

But now, we need your help!
Over this year and years to come, you will start to see
information in our newsletter and in your mailboxes about
clinical trial research for new therapeutics for Sjögren’s. I
hope you will read this information closely and consider
taking part in a clinical trial, if one is in your area.
We also encourage you to learn more about what
is involved in a clinical trial and ask as many questions as you want before entering one. But I cannot
stress enough that we must show the pharmaceutical
companies that there is an interest in developing a
new therapeutic for Sjögren’s! If patients don’t call or
contact the researcher/physician who is conducting

the clinical trial, it will appear that there is no interest
and not a need for a Sjögren’s therapeutic.
So over the next year, the SSF will be running articles
and information about what is involved in clinical trials.
We will be answering your frequently asked questions
as well as educating you about how a trial is conducted.
Rest assured, just by contacting the researcher or
physician in your area to learn more, does not mean
you are signing on the dotted line. There will be many
steps before you are accepted into a trial, as well as
many opportunities for you to decide not to take part.
Even just making a phone call to learn more – does
not mean you have to even meet with the researcher
or physician. Just showing an interest will help ensure
that they know that our patients need and want more
treatment options for their Sjögren’s!
As a member of the SSF, you will be the first to
know when a company is recruiting patients in your
area! The SSF usually mails or emails information
about trials that are being held in your area – so watch
your mailbox or your inbox for information!
On behalf of all Sjögren’s patients, both current
and future patients, I want to thank you for educating
yourself on clinical trials and supporting the development of a therapeutic. Together, we will transform the
future for all Sjögren’s patients! n

NeutraSal® is a prescription strength oral rinse for dry mouth that has been
proven to help improve a range of painful dry mouth symptoms, such as
 Difficulty eating, drinking, and swallowing
 Ability to speak
 Sore tongue and taste disorders
 Burning or stinging sensations in the throat
 Difficulty wearing dentures
Its supersaturated calcium phosphate formulation mimics your natural
saliva to help repair and protect oral tissues, reduce bacteria levels to help
prevent cavities, and help restore a healthy mouth.
NeutraSal® is easy to use 2 to 10 times a day, as needed, with single-use
packets that dissolve in water. It has no added flavors, no anticipated side
effects, and no known interactions with medicinal or other products.
For more information, visit www.neutrasal.com.
NeutraSal® is a registered trademark of Valeant Pharmaceuticals International, Inc., or its affiliates.
©OraPharma, Inc. 2016 OH/NSL/15/0026 1/16
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SSF in Action!
Sjögren’s Syndrome
Foundation Hosts Dry Eye
Teleconference Calls!

O

n June 28th, in an effort to provide the most
up to date information for those living with dry
eye, the Sjögren’s Syndrome Foundation (SSF)
hosted three complimentary educational teleconference
calls available nationwide, in three time zones.
Hundreds participated on the calls to learn more
about dry eye, treatment options as well as the latest on
the SSF’s Ocular Clinical Practice Guidelines developed for “Ocular Management in Sjögren’s Patients.”
The calls were presented by the following three
leading eye care professionals:
l Dr. Stephen Cohen, O.D., a private practice optometrist in Scottsdale Arizona and SSF Board Chairman.
l Dr. Melissa Barnett, O.D., F.A.A.O., F.S.L.S.,
a Principal Optometrist at the UC Davis Eye
Center in Sacramento, California.
l Dr. Peter Donshik, M.D., F.A.C.S., an ophthalmologist in the Greater Hartford, Connecticut area.
We are grateful to the presenters for their commitment to patients, sharing their time and knowledge on
the calls for those living with dry eye.
If you are an SSF member and were not able to
join the calls, the dry eye recorded presentations, with
accompanying materials, are available on the member
section of our website: www.sjogrens.org. To access
these recordings, be sure to login with your member
ID. If you forgot your member ID, please email the
Foundation at info@sjogrens.org.
We hope to offer more educational teleconferences
in the future! n

One of the most
common symptoms
for those living with
Sjögren’s is Dry Eye.

Missed the 2016 National
Patient Conference?
Get all the vital information you need on an
audio CD!
Audio CDs of the most popular talks from our
2016 National Patient Conference in Seattle, WA
will be available soon.
Four of our most popular talks from the 2016 National Patient Conference held in Seattle, Washington, are available for purchase as audio CDs. Each
talk is 30-40 minutes long and comes with the
handouts used by the presenter.
Buy just the talks you want to hear or purchase the
whole set!

NonMember

Sjögren’s Overview by Timothy B. Niewold, MD

$

Oral Manifestations of Sjögren’s by Ava J. Wu, DDS

$

Dry Skin and Dermatological Issues by John R. Fenyk, Jr., MD

$

An Inside Look at Sjögren’s and Gluten-Free Diets by Keith Wilkinson, NMD

$

Ocular Manifestations of Sjögren’s by Majid Moshirfar, MD

$

Sjögren’s – Where Are We in Drug Development? by Daniel J. Wallace, MD

Member

30

$

30

$

30

$

30

$

30

$

18

$

30

$

18

Gynecological Issues with Sjögren’s by Rita Melkonian, MD

$

30

$

18

Examining Sjögren’s – Case by Case by Nancy Carteron, MD

$

30

$

18

Fatigue and Sjögren’s by Donald E. Thomas, Jr., MD

$

30

$

18

Qty.

Total

18
18
18
18

Maryland Residents add 6% sales tax
Shipping and Handling:
U.S. Mail: $5 for first item + $3 for each additional item
Canada: $14 for first item + $3 for each additional item
Overseas: $22 for first item + $3 for each additional item

Total Amount Due

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
Exp. Date

__________________

Card Number ________________________________________________________________________________________________

Security Code __________________ Signature ____________________________________________________________________________________________
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“Clinical Trials” continued from page 7 t

with the doctor or staff running the study. If you are
still interested in participating, the study staff will usually schedule a screening visit. The details of screening
appointments varies from study to study, but all screening appointments are used to determine your eligibility
for the trial. Depending on the therapy being studied,
screening appointments might look to learn your
medical history; run blood, urine or tissue samples; and
learn what medications you are currently taking.
Following the screening, the team running the study
will contact you to let you know if you qualify for the
trial or not. If you do qualify, you will be scheduled
for your first study visit, which will help establish the
baseline of your participation in the study. Again, the
specifics will vary in each trial, but the doctor might
run tests or draw labs, as well as give you the drug
being studied and instructions for dosing and any
reporting you may need to do. This first visit will also
give you a chance to schedule future visits.
Throughout the duration of the study, you will need to
attend appointments at various intervals. Some studies re-

quire regular visits or even hospital stays, while others can
be done less frequently. As a study progresses, you may
need to be seen less frequently. At each visit, the doctor
may re-run tests or labs to compare against the baseline.
You also may be given more medication at each visit.
When the study comes to an end, you will need to
turn in any unused medication and reporting documents. The doctor will perform tests, labs or procedures similar to what was done during your screening
or baseline appointments to see if the drug has made
an impact on your health. The doctor may be able to
tell you what treatment you received during the study
once the study is complete. Once the clinical trial is
completed, you will need to revert to your previous
physician, if different, and treatment schedule.
Deciding to join a clinical trial can be a difficult decision, but taking part can help researchers learn more
about potential treatments for your condition. If you
carefully consider the risks and rewards, and arm yourself with information before committing to a study,
participating can be a very rewarding experience. n
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Travel with us to Denver,
Colorado for the Rock ‘n’ Roll
Half Marathon and 10K
October 16, 2016

T

he SSF is looking for runners/walkers that want to train to
participate in the Rock ‘n’ Roll Marathon Series Half Marathon
(13.1 miles) or 10K (6.2 miles) in Denver, Colorado! These
exciting events both take place on October 16th and each runner/
walker will be a part of the Team Sjögren’s training program, where
we help you train and get ready for the race!
Just imagine how it will feel to cross that finish line knowing that
you helped raise awareness and funds for Sjögren’s research! Both
scenic races will take you through beautiful downtown Denver. You’ll
experience the cities vibrant streets and be motivated by live music,
entertainment and cheering spectators along the way, before receiving the much coveted Rock ‘n’ Roll Denver finisher medal! Then,
celebrate your success with the post-race headlining show at Civic
Center Park!!
As a team member, you will receive world-class training along
with mentorship from past runners and Foundation staff. Our
team trainer and nutritionist will be there to help guide you and
ensure you’re ready to complete the 6.2 or 13.1 miles. By becoming a member of Team Sjögren’s Denver you will also receive travel
reimbursement, a pre-race team dinner and hotel accommodations
within walking distance of the start and finish line!
If you’re unable to run or walk in a race, consider recruiting a
friend or family member to run or walk in your honor!
Please contact Steven Taylor, SSF CEO, at staylor@sjogrens.org
to learn more about our great program!
We Run in Honor of the 4 Million Americans with Sjögren’s...
We Are Team Sjögren’s!!!

