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Q
A

Please discuss the long-term use of
Plaquenil and possible vision damage.

Retinal toxicity of Plaquenil may manifest itself with subtle disturbances of the
retinal pigment epithelium which may eventually lead to complete destruction
of the macula in the form of bull’s-eye maculopathy. Several risk factors may increase
the likelihood of retinal toxicity from Plaquenil (hydroxychloroquine), such as age
greater than 60 years, daily dose more than 6.5 mg/kg; use of the drug more than five
years, obesity, pre-existing retinal disease and renal or liver failure. Early detection of
the maculopathy is of critical importance in order to discontinue Plaquenil to stop or
slow retinal damage. Unfortunately, clinically evident early structural changes can be
subtle. They usually are preceded by abnormalities in functional tests such as visual
field examination, multifocal electroretinography (mfERG), fundus autofluorescence
(FA) imaging, and optical coherence tomography. Recent findings suggest that Plaquenil toxicity can develop among patients who are taking the drug at a daily dose lower
than the suggested “safe” dose and/or have been on Plaquenil for less than five years.
Unfortunately, cessation of Plaquenil intake may not be a remedy since, frequently,
patients will develop objective evidence of progression despite discontinuation of the
drug. Thus, the possibility of toxicity should not be disregarded and close monitoring
of the ocular findings is required.
Tongalp H. Tezel, MD
continued page 2 t

Ask the Staff
Do my donations to research really make a difference?
The short answer to that question is an emphatic “Yes!”
Interest in research into Sjögren’s (SS) and opportunities for discovery are
increasing dramatically and at a speed we have not previously enjoyed. We at the
Sjögren’s Syndrome Foundation (SSF) are grateful for the recent growth in our
research program which has contributed to the number of research grants we
can offer. If we can continue on this upswing in research support, interest and
opportunity in Sjögren’s will increase exponentially, leading to major and positive
repercussions for patients and the medical and scientific community at-large.
Let me explain why: The potential ripple effect of each and every grant the SSF
awards can be amazing. Each person we can woo to focus his or her research on
Sjögren’s (SS) can lead to greater knowledge and new ideas on which others will
want to build. Each person also brings in more researchers to focus on Sjögren’s,
whether grantees forge partnerships with other institutions or move to other research
continued page 8 t
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For patients with Sjögren’s syndrome

DRY-MOUTH SYMPTOMS DON’T HAVE
TO BE SO DISTRACTING.

“Information You Requested” continued from page 1 t
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A

Are Evoxac® or Salagen useful in helping
with salivary gland pain and swelling?

Pain in the salivary glands is typically due to infection. According to Dr. Ibtisam Al-Hashimi at the Baylor College of Dentistry, stimulating salivary flow
is helpful. As a result, she would recommend the use of Salagen or Evoxac®. On
the other hand, salivary gland swelling in Sjögren’s may not be due to infection and
in this case, she feels these “sialogogues alone” may be less useful.

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.

Scott Zashin, MD, FACP, FACR

Q
A

What are effective
treatments for brain fog?

The complaint of “brain fog,” which is a vivid metaphor frequently used by
Sjögren’s patients describing self-perceived cognitive impairment, is one of
the most prevalent but poorly understood neurological complications of brain fog.
Optimal management of brain fog is difficult, because there are no reliable markers
of cognitive impairment. For example, physicians frequently use a quick, bedside
cognitive screening test, called a “Mini-Mental Status Examination/MMSE”. However, the MMSE is geared towards detecting impairments in “cortical domains,”
or aspects of cognition serviced by the top-most cortical layer of the brain. This
top-most cortex is responsible for preservation of the most elemental linguistic
and computational tasks, such as reading, calculations, and articulated speech.
However, Sjögren’s patients with brain fog frequently don’t complain of difficulty
with language, speech, or calculations. Instead, there is a perceived haziness of
transitioning between thoughts or a general slowing or mental inanity. This slowing of transitioning between tasks, or of seamlessly accomplishing different tasks
simultaneously, is regarded as impairment of “executive functioning”. It is the inner “pulp” of the brain, or the “subcortex” below the topmost brain layer, which is
responsible for the cognitive slowing seen in brain fog.
Therefore, there are several steps that Sjögren’s patients must take to more accurately characterize specific domains of cognitive slowing which may lead to brain fog. The
importance of accurate diagnostic evaluation has enormous therapeutic implications
First, undergo a dedicated, comprehensive neuropsychological evaluation. As
noted above, any bedside evaluation cannot remotely capture the spectrum of cognitive deficits in brain fog. A referral for a detailed neuropsychological evaluation
is paramount. Aside from more rigorous characterization of the specific type of
problems underscoring brain fogs, such neuropsychologists frequently offer novel
strategies (i.e. how to deal with stressful situations, how to best organize tasks, how
to effectively transition between sequential tasks, etc.).
Second, other co-morbidities, or other complications which may be hibernating under the label of “brain fog,” need to be screened, identified, and effectively
treated. Here are some medical conditions which need to be addressed:
continued page 6 t
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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.
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I Stood Up…

Since Sjögren’s is not common in children, it can take quite
some time to diagnose. Meet two very special teenagers with
Sjögren’s who decided to Stand Up and make a difference!

Taylor Mount
One month before beginning high school 13 year old Taylor Mount began to
experience the debilitating symptoms that later were determined to be Sjögren’s.
This diagnosis, needless to say, did not give Taylor the proper introduction to high
school that she and her family always had hoped for her. During the first few
months of high school, Taylor suffered through as she fought this disease that her
family knew little about. Thanks to finding a rheumatologist who diagnosed her,
she has much better days and is able to better manage her life with Sjögren’s.
However, Taylor did not let the Sjögren’s stop her, as she was determined to
fight back and make a difference! That is when she learned about the Phoenix
area Sjögren’s Walkabout and started to share the information with her friends
and family about how they could help. Taylor began by sharing her story on her
webpage on www.firstgiving.com/ssf. She then recruited friends and family to
walk with her at the February Walkabout where Taylor personally raised over
$600. Taylor continues to be committed to sharing her message of Sjögren’s and
really has proven that we all can Stand Up for Sjögren’s!

Miranda Sego
Miranda Sego, now 13 years old, was diagnosed with Sjögren’s at the age of 11.
She has lived with the many complications of Sjögren’s for over two years. She
needs to get blood drawn frequently, and when she has flare-ups, she is forced
to stop and rest. “I quickly learned that I was fighting something that very few
doctors knew about. It was scary to wonder how I would be treated or if I would
get proper treatment for something so severe that no one knew anything about.”
Miranda was determined to do something to spread awareness. That is when
she started to create beaded bracelets (with eleven beads on each bracelet,
representing the age she was when she was diagnosed). Miranda sold these
bracelets to those within her community and also gave Sjögren’s information
with each bracelet. Miranda set up her personal webpage to share her story
and along with the support of her family, she also decided to hold a rollerskating fundraising event at her local rink. The event raised over $300 but most
importantly, raised awareness for Sjögren’s within her community. Miranda
encouraged us all to spread awareness as she stated, “People need to know
about this serious life-changing disease. We should not be quiet about it.”

How will you Stand Up?
1-877-437-7763
2010

DSEV10000226

2010
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“Information You Requested” continued from page 2 t

Is there a history of autoimmune thyroid disease or low thyroid levels? Low thyroid levels, or hypothyroidism, has been
reported to occur in between 10 and 20 percent of Sjögren’s
patients. General physical and mental slowing are features of
unidentified thyroid disease.
Is there a history of depression? Aside from mood changes,
depression can also impair nimble cognitive thinking and can
cause the sludging of mental fatigue characteristic of brain fog.
Is there a history of sleep disturbance? Fractured sleep hygiene can contribute to brain fog. Overweight patients may
need to be screened for sleep apnea. Patients with neuropathy
may need to be screened for abnormal limb movements which
can occur during sleep and can prevent the development of
deep layers of restorative sleep necessary for vigilant thinking.
Are there any medications which may contribute to cognitive slowing? For example, although some anti-epileptics
such as Neurontin can be effective in alleviating neuropathic
pain, there is a possibility that such medicines can lead to
fatigue and cognitive slowing. Usually, slow increases in the
doses of such medications can lead to “habituation” of sideeffects: the patients can steadily enjoy the benefit of medicines which are slowly increased, whereas the severity of
side-effects may be less severe.
Is there a history of risk factors for strokes? This is a very
infrequent cause of cognitive impairment in Sjögren’s patients but still needs to be addressed. Patients with multiple
and poorly controlled risk factors for strokes (i.e. diabetes,
hypertension, cigarette smoking) may have “silent” strokes in
the deeper layer of the brain, causing cognitive slowing. An
MRI of the brain may be informative; more stringent control
of these risk factors may be warranted.
Julius Birnbaum, MD

Q
A

What is the difference between generic vs.
brand name drugs? I take several prescription
medications, including Plaquenil. What are the
reasons that the generic drugs don’t always
work as well as the name brand?

Generic drugs are copies of FDA-approved prescription medications (EU in Europe or equivalent country
agency). Generics become available when original drugs go
off patent (7-12 years post approval). The active ingredients
are chemically the same, but bioequivalence can range between 80-125%. The fillers (the delivery particles and colors)
and the size and shape of pills, capsules, and patches often
vary. The generic version may be manufactured by more than
one company and may look different but should be LESS
EXPENSIVE (see Wikipedia/Generic drug).
Caution is advisable for a few drugs when transitioning
from Brand Labeled to the Generic med. Such meds include
thyroid and digitalis (heart med). It is possible with many ge-

neric meds that an individual may notice the change. In part
this may be due to the fillers and absorption differences in
the gastrointestinal tract. It is very important to discuss med
changes with your physician and pharmacist for specific advice.
Often health insurance companies and pharmacy benefits
managers, including medicare drug benefit programs, will automatically provide the generic med (if available), unless your
health care provider marks the prescription “Do Not Substitute.”
Plaquenil® is an example of a brand that some patients notice a difference from generic hydroxychloroquine. The generic can be more associated with loose stools/diarrhea, and
occasionally less effective than the brand. Most individuals
do fine on the generic, and it is usually less expensive.

Works fast...and lasts.

For Xerostomia

Ask your physician to
prescribe Numoisyn today!

Nancy L. Carteron, MD

Resources
www.fda.gov/Drugs?ResourcesforYou/Consumers?Buying
UsingMedicineSafely/UnderstandingGenericDrugs
www.yourdrugguide.com/generic-name-drugs

Q
A

Does Salagen or Evoxac® affect vision in any
way? It seems as though many patients have
difficulty with bright lights anytime and difficulty
with night driving. The doctor says my corneas
are clear and tear production is okay.

All medications have side effects, even though most are
fairly uncommon and are typically mild and tolerable.
The FDA will report all side effects noted during clinical studies, even if they are rare. Salagen (pilocarpine) and Evoxac®
(cevimeline HCl) are both used for the treatment of dry mouth
and, occasionally, dry eyes. One of these may work well for one
person while the other may be effective for someone else.
For Salagen (pilocarpine), blurred vision has been report
in 1-2% of Sjögren’s patients. Night vision can be affected
more than daytime vision. Other ocular side effects are far
more rare (<1%). Pilocarpine eye drops have been used in
the treatment of glaucoma for many years, but newer treatment with fewer side effects has reduced its use dramatically.
Pilocarpine can cause focusing problems for patients under
the age of 50 and can cause a “mid-dilated pupil.” This can
lead to increased photophobia and problems with night vision. These side effects are less common when taken orally
than when it has been used in its eye drop formulation. For
Evoxac® (cevimeline HCl), vision side effects are fairly rare
and are similar to Salagen (e.g., blurry vision). The most common side effect is conjunctivitis (4%), but this occurred only
slightly more frequently than in the control group.
When these medications affect vision, it typically involves
night vision and photophobia. With these drugs, like many
other medications, the side effects may diminish with time.
Patients on these medications (in conjunction with the precontinued page 10 t
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exceed 16 lozenges in 24 hours.
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centers and establish new labs in Sjögren’s or expand existing
ones. They also frequently mentor future researchers, sharing
their interest in Sjögren’s and inspiring students to pursue
Sjögren’s as their chosen field of investigation. Dr. Olga
Baker, for example, carried out her SSF grant project at the
University of Missouri and since has been appointed to an
Assistant Professorship at SUNY at Buffalo, where she now
shares her interest in Sjögren’s with her students there.
For all researchers, the math is simple. If more money
is available for research in diseases other than Sjögren’s,
researchers often will choose to focus on those diseases
– they have to go where they can find support for their
work. Even considering our relatively small research grants
program compared to many other diseases, the grants we
have awarded have made a remarkable difference! For
example, Dr. Denise Faustman at Harvard had long focused
on diabetes research and had experienced initial success using stem cells to repair the damage in the insulin-producing
pancreas. When she heard about Sjögren’s, she asked, “Can
the same method of regenerating glandular function in the
pancreas in diabetes also work in the moisture-producing
glands in Sjögren’s?” She applied for an SSF grant and, as
a result, incorporated Sjögren’s into her work. If this had
not happened, this top-notch researcher would not have
focused on Sjögren’s, and her highly promising idea might
never have been pursued. Dr. Faustman now is so enthusiastic about her work in Sjögren’s that she has joined the
SSF Board of Directors and serves as its Research Review
Committee Chair.
Another example is that of Dr. Umesh S. Deshmukh at
the University of Virginia (UVA) who was at a pivotal point
in deciding on a career path. He was focusing on lupus,
and because lupus and Sjögren’s are closely related, he
applied for an SSF grant in case it proved fruitful. The SSF
research reviewers were very enthusiastic about his novel
idea and promise as a researcher and awarded him the SSF
Innovative Concept Grant. Dr. Deshmukh now is focused
on Sjögren’s in addition to lupus and not only has his lab at
UVA, but the completion of his SSF grant has led to collaborations with investigators at the University of California at
Davis and the University of Florida at Gainesville, thereby
expanding the horizons of Sjögren’s syndrome research. Dr.
Deshmukh also has received a major grant from the National Institutes of Health (NIH), the federal government
agency that provides more research support than any other
entity in the world, to expand his research in Sjögren’s.
The ripple effect leads to more opportunities and more
ideas for understanding a disease and approaching new
therapies. If opportunity for discovery is increased in a disease – then more researchers flock to that disease because
they can make a name for themselves. For example, Dr.
Kathy Moser at the Oklahoma Medical Research Foundation trained in the genetics of lupus, but she saw the
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opportunity to use the knowledge gained in lupus to pursue
genetics in Sjögren’s. Her 2010 SSF research grant is helping her expand this research, and she now is making a major
mark in SS genetics. Dr. Lindsey Criswell at the University
of California at San Francisco had long focused on lupus
and genetics. She, too, received a grant in 2010 from the
SSF, but her project will focus on a new area – epigenetics
– which means that she will look at how genes can be influenced in Sjögren’s to express themselves in different ways
and lead to disease development in SS.
Now let’s look at the flip side: I recently learned that a
researcher who applied for an SSF research grant a few
years ago but was turned down because we did not have the
funds to offer an additional grant moved to another institute
to focus on another autoimmune disease. SSF reviewers had
thought he was brilliant and an up-and-coming star in the
research world, and if the SSF could have offered just one
more grant, he would have been awarded a grant and likely
stayed in Sjögren’s. Instead, we lost the opportunity to add
him to our community of Sjögren’s researchers and gain the
many ripple effects such a career could have contributed to
furthering research in Sjögren’s. We at the SSF have to turn
down far more grant applications than we want to award,
leading to many missed opportunities and many excellent
researchers lost for Sjögren’s.
It takes both interest in a disease and money to get research done. First, we have to make sure people are aware
of our disease and get them more excited about it. The SSF
is doing a great job in expanding awareness. I recall when a
leading national research center director told me, “No one
cares about SS! You have to make them care.” We started
getting researchers from many different specialties together
talking about Sjögren’s, catalyzing ideas and collaborations.
I and others with the Foundation now serve on numerous
NIH committees so that Sjögren’s has a voice, and when
NIH sets its priorities for research internally and externally,
Sjögren’s will be on the minds of decision-makers. We are
making progress, but we still have a lot of work to do and a
long way to go.
Our SSF research grantees are focusing on genetics, gene
expression, gene therapy to regulate immune function, immunology, regeneration of glands, and the potential role of
the brain. They are focusing on addressing symptoms, such
as cognitive difficulties and brain fog, anxiety and better
therapies for dry mouth and dry eye.
As our knowledge and technology develops, the opportunities expand 10-fold. When we open one door, multiple
doors appear that can then be opened. This is an exciting
time for research and for promising discoveries. However,
we cannot lose the momentum we have created, and we
will lose it if we do not push forward and push hard. The
continued page 10 t
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What can we do to help the SSF?

Letter from SSF CEO Steven Taylor

I

Steven Taylor, CEO
Sjögren’s Syndrome
Foundation

often am asked by patients, as well as their family and friends, how they
can help the Sjögren’s Syndrome Foundation. Our supporters want to know
what projects the Foundation is working on that they can get involved
with to make a difference for a disease that affects everyone so deeply. The
answer is simple – volunteer!
The SSF is always calling for volunteers to help us with our various
projects. We need more people to Stand Up for Sjögren’s and help us raise
awareness and funds for our programs of research and education. But in
order to become the organization and disease that everyone knows about we
will need thousands of volunteers all standing together to make this happen.
I have outlined some examples of how you can volunteer over the next
few months to help make a difference:
Awareness Ambassador: Sign up to serve as a Sjögren’s Awareness Ambassador. Training will be provided but all you really have to do is be willing
to spread the word about Sjögren’s. Being an Awareness Ambassador could
be as simple as hanging up a poster, visiting a doctor’s office or sending an
email to friends telling them about Sjögren’s. It’s really an easy opportunity
with which anyone can help. By signing up, you aren’t committing to anything – just promising to consider doing something.
We will be developing quarterly themes for raising awareness and will
send our ambassadors materials on a regular basis so they have what they
need to help make a difference. Our goal is to have 300 Awareness Ambassadors, and we currently have 115.
Friends Helping Friends: Participate in our Friends Helping Friends letter
writing campaign. A packet of letters for this campaign should have recently
arrived in your mailbox. This campaign encourages you to send informational letters to your contacts educating them about Sjögren’s as well as the
Foundation. It is critical to have as many letters mailed as possible. Everycontinued page 10 t
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“Information You Requested” continued from page 6 t

economy is suffering, and researchers are scrambling for
funds. The NIH is not getting the money it needs to fund
research and researchers around the country. While the SSF
has funded over $1.5 million in competitive research grants
since 2000, we are now maintaining our numbers rather
than expanding them. Most organizations are reducing their
grants, so we are doing better than most, but we want to
grow our grants program so researchers say, “I want to focus
on Sjögren’s – the opportunities and the money are there!”
Once lost, it is difficult to get a researcher back. We cannot
lose another promising researcher – too much is at stake for
all of us.

scribing doctor) need to compare the benefits of the medication to the side effects experienced. Lastly, if the side effects
impact quality of life, they will usually diminish over a short
period of time after cessation of treatment.

Katherine Morland Hammitt, SSF Vice President of Research

Dry Mouth?
Time-Released Relief
Day or Night!
• Works for Hours
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Stephen Cohen, OD

Q
A

Should younger Sjögren’s patients opt for more
aggressive treatments or should they hold off
until such treatments are absolutely necessary?

Whether or not a patient goes on “aggressive” treatment depends on the symptom or problem being
treated. While supporting studies are lacking at this time,
some experts feel that patients who have significant dryness
of their mouth should take medications such as Salagen or
Evoxac® early to help prevent loss of salivary gland function.
While uncommon, those patients with renal disease from
Sjögren’s would be best served by treating their kidney disease with steroids and immunosuppressives such as Cellcept
as a way to try to preserve the kidney function as opposed to
waiting until things got worse.

Help
Others
Find an
Answer!

Scott Zashin, MD, FACP, FACR

• Proven Effective
• Promotes
Oral Health

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!

“Letter from SSF CEO” continued from page 9 t

OraMoist is an
innovative, clinically
proven approach to
treating dry mouth.
OraMoist is a timereleased patch that
adheres to the roof of the mouth and then slowly
dissolves, moistening for hours. The Patch
releases a lipid that lubricates the mouth, and
Xylitol and enzymes to improve oral health.
Free Trial Sample

800-448-1448

Store Locator/
Coupons/Info

www.OraMoist.com

in Oral Pain Aisle

one we touch with information about Sjögren’s will be
one more person to hear of the disease.
Join a Committee: Consider volunteering to serve on
one of our many committees. From Walkabouts to Sip
for Sjögren’s events, as well as other committees, we
have a place for you. We need more volunteers to help
make these events successful and, most importantly,
we need to host more events in more cities. So contact
us to learn how you can help in your city or town!
I hope you not only will consider helping us yourself
but will ask a family member or friend to join you as
well. Together you can each make a difference in how
Sjögren’s is perceived and in how many people know
about its devastating effects. We need more voices out
there calling on doctors to pay attention to Sjögren’s
and, most importantly, more voices spreading the word
about the symptoms so that others don’t have to wait
over seven years to get diagnosed! n

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 Helen Duran Johnson
Bonnie & Steve Litton
In Memory of Jackie Sciulli
Ken & Arvell Hill
In Memory of Jean Ference
Alice Phillips
In Memory of Joan Pientko
Jeffrey Bernstein
Endres MFG. Co.
Peter & Vicki Gunderson
Dorothy Hubbard
Alice Kelly
Rose Kidd
M.P. B. Builders, Inc.
Ron & Mary Naggatz
Carol Nilles
Michael & Pamela Olson
Rick & Julie Winch
Dwight & Bonnie Ziegler
In Memory of Lucy Parks
Al Barthelemy
Ann Hofmann
Jean Kenny
Michael Kenny & Family
Paul Kenny & Family
Don Landes
Jeff & Cathy Mueller
Janette Parks
In Memory of Mary Ann O’Brien
Jean Benedict
Maxine Davison
Jim & Janet Muir
Gerry & Lisette Snider
Art & Jan St. Clair
In Memory of Michael Filijan
Trudy Campbell
In Memory of Nancy Cloman
Mamie Cloman
In Memory of Ottavio Falcone
Elisa Colavita
Elizabeth Colavita
Mr. & Mrs. Mark Colavita
Pasquale & Sonia Colavita
Paul & Annamaria Jaskot
Annamaria Lariccia
Mr. & Mrs. Franco Mastrogiorgio

In Honor of Carolyn L. Kennedy
Marion Kennedy
In Honor of Chari Risley
Elizabeth Wyatt
In Honor of Edith Brown
Kathi Rabun
In Honor of Eileen & Mary Pat Thomer
Mr. & Mrs. Thomas A. Thomer, Jr.
In Honor of Emily Schetky
Carolyn England Thomas
In Honor of Heather Gallay
Laurie Carasso
In Honor of Janelle K. Burnette
L. Kelly Dixon
In Honor of Janet Young
Alice Phillips
In Honor of Jill Stoltenberg
Lenoir Giessner
In Honor of Judy Brunson-Hadley
Randy & Diana Triplett
In Honor of Kathy Klobucar-Reid
Jan Byrnes
In Honor of Kathy Slaton
Misty Mitchell
In Honor of Lynn Epstein
Teri Rumpf
In Honor of Mary Sue Newton
Joe Waller
In Honor of Peggy Thompson
Ruth Ungerleider
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Friends Helping Friends

12

Here is your opportunity to increase
awareness of Sjögren’s Syndrome!
Friends Helping Friends is an awareness letter campaign that offers you the opportunity to
reach out to those you know, inform them about Sjögren’s and request their support. Your
decision to participate in this campaign will help to increase awareness nationwide and
raise additional funds towards research and education!
In early April, you all will be receiving our 2011 Friends Helping Friends materials
packet and we hope you will choose to take part! This year’s campaign will focus on the
Foundation’s Clinical Practice Guidelines initiative. The letter will explain the initiative
and enlighten your friends and family about the seriousness of Sjögren’s.
Remember, by participating in the Friends Helping Friends campaign, you not only will
be helping to spread the word about Sjögren’s, but you also will be helping to raise crucial
funds to support research, education and awareness. Please take our challenge in 2011
and stand up for Sjögren’s by mailing out your 2011 Friends Helping Friends letters.

In Honor of Ruth Segaloff
Teri Rumpf
In Honor of Waltraud Schlanzky
Gerhard Schlanzky

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

Do we have your e-mail address?
If you want to receive all the latest updates from the Sjögren’s Syndrome
Foundation, then you should make sure we have your most up-to-date e-mail
address! The SSF is starting to share more information via e-mail, from news
about the SSF and Sjögren’s, to information about the latest treatments and
medicines, to local Support Group updates and more. So contact us at ssf@
sjogrens.org to be certain we have your latest e-mail address in our database,
and then keep an eye out in your Inbox for Sjögren’s news.
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.

14

April 2011 / The Moisture Seekers

Order These Great Resources Today!

NonMember
Price

Member
Price

The Sjögren’s Syndrome Handbook: Third Edition (2005) by Daniel J. Wallace, MD. Published in conjunction with the
Sjögren’s Syndrome Foundation in 2005, this edition of the Sjögren’s Syndrome Handbook has been completely revised
and expanded with ALL NEW articles and the latest information on Sjögren’s.

$28

$24

The Sjögren’s Syndrome Survival Guide by Teri P. Rumpf, PhD, and Kathy Hammitt. A complete resource for Sjögren’s
sufferers, providing medical information, research results, and treatment methods as well as the most effective and
practical self-help strategies.

$15

$13

A Body Out of Balance by Ruth Fremes, MA, and Nancy Carteron, MD, FACR. A Sjögren’s patient and a doctor offer their
authoritative insight into one of the most common yet most misunderstood autoimmune disorders.

$13

$10

The Autoimmune Connection: Essential Information for Women on Diagnosis, Treatment, and Getting on with Your Life
by Rita Baron-Faust and Jill P. Buyon, MD. This book covers the full spectrum of autoimmunity and the myriad ways
it influences the lives of women.

$19

$15

The Balance Within: The Science Connecting Health and Emotions by Esther M. Sternberg, MD. A neuroscientist at NIH
writes on the connection between your mind, your emotions and your immune system. This book details how the brain and
immune system are connected and how you can harness that connection to fight your sickness.

$15

$11

Women, Work and Autoimmune Disease by Rosalind Joffe and Joan Friedlander. A book for women who live with
chronic illness, encouraging them to stay employed to preserve their independence and sense of self.

$17

$14

Dancing at the River’s Edge: A Patient and her Doctor Negotiate Life with Chronic Illness by Alida Brill and
Michael D. Lockshin, MD. A dual memoir with a patient and her doctor that offers a powerful and inspirational testimony
from either side of the examining table.

$16

$14

Chronic Pain For Dummies by Stuart Kassan, MD, et. al. This reassuring, practical guide helps you understand what
causes pain and how to manage it with the newest pain-relieving techniques.

$18

$15

Peripheral Neuropathy: When the Numbness, Weakness, and Pain Won’t Stop by Norman Latov, MD, PhD. Peripheral
neuropathy is a widespread disease, yet many people do not even realize they have it. If you experience pain, numbness,
or tingling in your feet or other extremities, this book is for you.

$19

$16

You Can Cope with Peripheral Neuropathy: 365 Tips for Living a Full Life by Mims Cushing and Norman Latov, MD.
A compendium of tips, techniques, and life-task shortcuts that will help everyone who lives with this painful condition.

$19

$16

Vulvodynia Survival Guide: How to Overcome Painful Vaginal Symptoms & Enjoy an Active Lifestyle
by Howard I. Glazer, PhD and Gae Rodke, MD, FACOG. A great resource for anyone experiencing vulvodynia symptoms. This
book will help readers identify triggers, reduce symptoms, find medical help, reduce pain, and renew their enjoyment of life.

$16

$13

The Woman’s Book of Sleep: A Complete Resource Guide by Amy Wolfson, PhD. An overview of the latest findings
pertinent to women’s sleep, and it distills their practical implications in a direct and straightforward style.

$16

$13

The Memory Bible: An Innovative Strategy for Keeping Your Brain Young by Gary Small, MD. This program has
helped thousands of people improve their ability to remember everyday issues like where their car is parked as well as
more important abilities to think fast and maintain a healthy brain.

$16

$13

I-Can’t-Chew Cookbook by J. Randy Wilson. The ultimate cookbook for people with chewing, swallowing and dry-mouth
disorders. Inside are 200 soft and tasty recipes and each recipe comes with complete nutritional analysis.

$16

$14

Nuances of Nasal & Sinus Self-Help by Susan F. Rudy, MSN, CS-FNP, CORLN. The first reference to provide a
comprehensive review of all of the methods, devices and solutions available for nasal hygiene.

$25

$20

Purchase a full set of last year’s Moisture Seekers newsletter Volume 27, 2010 (11 issues) as originally published.

$50

$20

Qty

Amount

Be a Part of Team Sjogren’s
Without Running a Marathon!

W

e have over 20 Sjögren’s patients, friends, family and supporters participating in the Country Music Marathon and Half-Marathon in Nashville on April 30, but you don’t have to be a runner to be
a part of Team Sjögren’s. Now you can join the team by just putting on a t-shirt!

Purchase a Team Sjögren’s cotton t-shirt and help raise
awareness by wearing that t-shirt when you’re out grocery shopping, walking the dog, working out at the gym
– everywhere.
We have heard so many stories of Foundation members who were wearing their Sjögren’s Walkabout or
Team Sjögren’s shirts being stopped and asked “What is
Sjögren’s?” That is a perfect opportunity to explain the
disease and help make someone else aware.

Maryland Residents add 6% sales tax
Shipping and Handling:

US Mail: $5 for first item + $2 for each additional item
Canada: $8 for first item + $2 for each additional item
Overseas: $18 for first item + $2.50 for each additional item

Please consider an additional contribution:

o $25

o $50

o $75

Join now and SAVE on your purchase! (Apply member pricing to all items.)
Membership — Includes a subscription to The Moisture Seekers newsletter.
Member dues (US dollars): o$32 US o$59 2-year membership option

o $100

o $250

o $500

o Other: __________

The more people that are aware, the more patients that
will be diagnosed and finally find treatment for their
unexplained symptoms.

o $38 Canada o $45 Overseas o $50 Healthcare professional

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 US 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

________________________________________________________________________________________________________________
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Security Code _________________
SSF_11115.06/2011

Help raise awareness – purchase a t-shirt and become a
part of Team Sjögren’s today!
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Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817
Phone: 800-475-6473
Fax: 301-530-4415

Remembering Your Mother
or Another Fabulous Lady
on Mother’s Day

M

ake a donation in honor or in memory of your mother or a mother
who you know! Your honoree or family member will receive a personalized Mother’s Day acknowledgement before May 8th from the
Sjögren’s Syndrome Foundation. It will notify them of your thoughtful and
generous gift in their honor. The Foundation will also acknowledge your gift in
an upcoming issue of The Moisture Seekers newsletter.

Please choose a donation amount:

o $25

o $50 o $100 o other ________________________

Name of person this donation is in honor of _ _______________________________________________________________________________________________________
Name of person this donation is in memory of _ ____________________________________________________________________________________________________
Who would you like the acknowledgment sent to?
Name __________________________________________________________________________________________________________________________________________________________
Street Address _______________________________________________________________________________________________________________________________________________
City ________________________________________________________________ State ________________________________ Zip ___________________
How would you like to be recognized on this letter? ________________________________________________________________________________________________
Please provide your mailing address:
Name __________________________________________________________________________________________________________________________________________________________
Street Address _______________________________________________________________________________________________________________________________________________
City ________________________________________________________________ State ________________________________ Zip ___________________
Telephone ____________________________________________ E-mail _____________________________________________________________________________________________
Payment:

o Check (enclosed)

o VISA / Mastercard / American Express/Discover (circle)

CC Number: _____________________________________________________ Expiration Date: _ ________________________ Security Code: _ ___________________
Name as appears on card: ________________________________________________________________________________________________________________________________
Signature: _ _______________________________________________________________________________ Date: _____________________________________________
Mail to: Sjögren’s Syndrome Foundation, 6707 Democracy Blvd., Suite 325, Bethesda, MD 20817
or Fax to: 301-530-4415 (credit card payment only)

