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W

ith April being Sjögren’s Awareness Month,
there is not a more fitting time to announce
that Venus Williams has agreed to step up as
the Honorary Chairperson of our Carroll Petrie Foundation Sjögren’s Awareness Ambassador Program. It’s
our honor to recognize Venus’ dedication to increasing
awareness of Sjögren’s as well as her courage to publicly
share her story with the world.
Even though Sjögren’s is three times more common
than related diseases such as lupus or multiple sclerosis,
many patients live silently and are uncomfortable sharing because of the lack of awareness of the disease. This
is why the Foundation was extremely humbled when
Venus announced back in August 2011 that she had been
diagnosed with not just an autoimmune disease, but that
she was willing to share that it was Sjögren’s.
Venus’ new role as our Honorary Chairperson will
make a big impact on Sjögren’s awareness but “increasing awareness of Sjögren’s is going to take all
of us working together,” said Venus. Awareness
Ambassadors help to educate their community
and local medical professionals about Sjögren’s.
They are the front lines for helping the Foundation achieve our 5-Year Breakthrough Goal: “To
shorten the time to diagnose Sjögren’s by 50%
in 5 years.”
continued page 2 t
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Only when Sjögren’s is recognized as a serious disease will patients receive
the care needed. Venus, like many Sjögren’s patients, struggled with being
misdiagnosed, which is why she wanted to be a voice for Sjögren’s. “Being
diagnosed with Sjögren’s was a huge relief because I finally knew what was
happening with my body and I could start to feel better,” said Venus.
For a Sjögren’s patient, an earlier diagnosis means reduced medical costs
and an increased quality of life, but a delayed diagnosis can cause more
serious life-threatening complications such as organ damage. This is why
increased awareness is so desperately needed.
We hope you will join Venus and become a Sjögren’s ambassador in your
community. The SSF’s Awareness Ambassador program is supported by a
generous grant from The Carroll Petrie Foundation, which is allowing the
Foundation to provide ambassadors with the materials and support needed to
increase awareness in every community! Please join our efforts and help make
Sjögren’s a household name.

“By becoming an Awareness Ambassador,
you will be helping to increase awareness of
Sjögren’s – a very important cause I have
been working on since I was diagnosed
in 2011. Please join with me as we
make a difference in how Sjögren’s is
perceived in both the medical field
and general community.”
Venus Williams

Yes

, I am interested in learning more about:

o Becoming a Sjögren’s Awareness Ambassador

Name:_____________________________________________________________________________________________________
Address:__________________________________________________________________________________________________
City: ______________________________________________ State:____________ ZIP:_________________
Email:______________________________________________________________________________________________________
Phone: ______________________(Home)______________________(Mobile)
Please complete and return to: Sjögren’s Syndrome Foundation,
Attn: SSF Awareness Ambassador
6707 Democracy Blvd., Suite 325; Bethesda, MD 20817
The Moisture Seekers® Newsletter is published by the Sjögren’s Syndrome Foundation Inc., 6707 Democracy
Blvd., Ste 325; Bethesda, MD 20817. Copyright ©2013 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.
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The Questions You Asked
and the Answers
You Need

Q

I have been experiencing oral yeast infections for the past few
months. What can I do to treat the yeast infection? Could my
dentures be causing the problem?

A

This is an issue that affects many patients who experience chronic oral
dryness. The answer to this question is no, your denture is not the cause
of the problem; however, it may be contributing to the problem. As patients
with a dry mouth know, saliva plays a very important role in modulating the
oral environment. Saliva is needed to moisten the mouth, to protect
oral hard and soft tissues, to control oral microbial populations,
and to promote soft tissue repair and oral cleansing. Decreased
amounts of saliva make it harder to wash away organisms and
debris and these patients tend to have larger quantities of yeast
in their mouths and are prone to developing yeast infections at
a greater frequency.
When one wears a removable appliance such as full or partial
dentures, the appliance covers the soft tissue such as the roof
of the mouth or the gums where the denture rests. When these
tissues are covered, the appliances prevent the saliva that you produce and the water or mouth rinses that you use from physically
contacting the soft tissue, thus further reducing the cleansability
of the fluids and further predisposing the oral environment to yeast
infections.
When patients develop oral yeast infections, they may experience symptoms such as soreness in the mouth, a bad taste, coated
tongue, a burning or stinging sensation and/or sensitivity of the tissue to certain spicy or acidic foods. When this occurs, the dentist
will usually treat with an antifungal medication. The dentist, after reviewing your medical history and your current medications,
will determine whether to treat with a systemic (pill or tablet) or
topical antifungal. The systemic medications are easy to use (ie.
taking one pill a day for several days) but have more side effects
compared with rinsing with topical antifungals or sucking on troches, lozenges or pastilles. These topical medications work
by coating the affected tissues. Saliva, food and beverages will wash away the topical medications quickly; therefore, these
topical medications need to be administered up to five times a day in order to have a therapeutic effect. Patients may find that
the dosing regimen is somewhat cumbersome. Additionally, if the patient wears the denture while rinsing, the topical medication is unable to contact the infected tissues covered by the appliance so it is important to remember to remove the denture.
One other important thing of which to be aware is that your denture has many microscopic nooks and crevices where yeast
organisms can inhabit. Patients should remove their dentures at night. This allows saliva to contact and cleanse their tissues
throughout the night. It is important to clean dentures daily, by soaking them in denture cleaner at night. If you are being
treated for a fungal infection, you should “treat” your denture as well. For dentures without any metal clasps or connectors,
you should soak your denture in a dilute bleach solution (about one ounce bleach to 10 ounces water). Remember to rinse off
your denture before placing it back into your mouth and do not rinse your mouth with the bleach solution.
continued page 4 t
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“Q&A” continued from page 1 t

If you follow these tips, you can hopefully reduce the
chances of developing a yeast infection, or if you are being treated for a yeast infection, you should have a better
response. Also remember that since the dryness is a chronic
condition, patients may develop subsequent yeast infections.
If you are still unable to achieve relief from your symptoms, I
would suggest seeking care from an Oral Medicine specialist
who will be more equipped to treat more difficult cases.
Vidya Sankar, DMD, MHS

Q
A

I have heard people talking about having a
flare. What is it? How is it treated? Are there
any steps to avoid a flare?

Medical dictionaries define “flare” as a sudden exacerbation of a disease. A flare is different from the day-today variation of symptoms that patients with chronic diseases
experience and is characterized as a large and rapid increase
in a patient’s usual symptoms. I like to define a flare as a sudden and significant increase in the activity of a disease. This
definition allows us to use quantitative measures of disease
activity to compare levels of disease activity from one point
in time (e.g. baseline) to another (e.g. flare).
Several measures of disease activity have been developed
for Sjögren’s syndrome. The two most promising are the
European League Against Rheumatism Sjögren’s Syndrome
Disease Activity Index (ESSDAI) and the European League
Against Rheumatism Sjögren’s Syndrome Patient Reported
Index (ESSPRI). The first is a tool that measures disease activity from the physician’s perspective in the many organs and
systems affected by Sjögren’s syndrome. The second measures disease activity from the patient’s perspective and includes a patient’s global assessment of disease and individual
measures of dryness, pain, and fatigue. These surveys have
been developed to consistently evaluate disease activity in
research settings such as clinical trials. Nevertheless, they
could be used in clinical practice as guidelines for evaluating
disease activity in the office or clinic. The ESSPRI is a simple tool that could be used in the clinic, much like the use
of the Health Assessment Questionnaire (HAQ) in patients
with rheumatoid arthritis and other rheumatic diseases.
When patients say they are experiencing a flare, they usually mean that they are experiencing a marked increase in
their Sjögren’s symptoms such as dryness of their eyes and/
or mouth, joint and muscle pain, and fatigue. Other symptoms might include swollen glands, skin rashes, or numbness
and weakness in extremities. Physicians must make sure that
these symptoms and signs are in fact a flare of the Sjögren’s
syndrome and are not caused by other conditions that are not
associated with Sjögren’s. These include infection, anemia,
thyroid disease, drug side effects and fibromyalgia syndrome,
to mention a few.
Since there is no specific treatment for Sjögren’s syndrome

at present, treatment is symptomatic and dependent upon
which organ system is involved. There are several things you
can do to lessen the likelihood of getting a flare. Keep taking
the medications prescribed for you on a regular, daily basis.
Eat a healthy diet, exercise regularly and get restorative sleep.
Try to minimize physical and emotional stress and develop
good coping mechanisms when stress is unavoidable. Hydroxychloroquine has been shown to lower disease activity in
systemic lupus erythematosus and may be similarly helpful
in Sjögren’s syndrome. Your physician also might recommend
other medications to improve your symptoms.
Neil I. Stahl, MD, FACR

Q

I’ve heard cleaning your eyelids is important.
Why is that? How do you go about cleaning
your eyelids and how often do you suggest it
be repeated?

A

The eyelid margin is a very important contributor to
protection of the surface of the eye and stability of the
tear film. Lid margin problems occur in two forms that can
aggravate dry eye: anterior and posterior.
In patients with Sjögren’s not only is there the problem of
reduced production of liquid tears, but there is often a problem with obstruction of the glands in the eyelid that secrete
lipid onto the tear film to prevent evaporation of the tears.
These glands are called meibomian glands and your eye care
practitioner may alert you to “meibomian gland dysfunction,”
which is the obstruction of the openings of the glands at the
edge of the eyelid margin just behind the base of the eyelashes. Such obstruction leads to evaporative dry eye which can
aggravate the dry eye situation. Symptoms of the eyelid margin problem, meibomian gland dysfunction, can be irritation
with redness of the eyelid margin and frequently difficulty
reading or working at a computer.
The first step in managing the lid margin is lid hygiene
and massage. Precede the massage with application of warm
compresses to the eyelid for at least a minute using a warm
washcloth. Some patients will use a bag of rice heated in
the microwave oven, but it is important not to use too much
heat such that it turns the skin red or, worse yet, burns the
skin of the eyelid or face. The heat melts the lipid secretion
so that the massage can express the secretion. The massage
is done with the flat, pulpy area of the index finger starting
at the base of the nose and moving towards the ear. Four or
five such swipes to compress the eyelid against the eyeball is
usually all that is needed and the pressure should not be so
great as to cause discomfort in the eyeball. I recommend to
my patients to do the hot compress/massage method twice
a day for a week then once a day thereafter. It is important
to remember that you are trying to press on the eyelid to
squeeze the glands in order to express the secretions.
If the hot compress/massage method does not completely
resolve the plugging problem, it is possible to use topical
continued page 8 t

I used artificial tears often, like when at lunch with friends.

So I saw my doctor—after all, these are my eyes.
My eye doctor said I have reduced tear production caused
by inflammation due to a disease called Chronic Dry Eye.
That’s a big deal.

And she said I have a disease.

She told me I can use artificial tears for temporary relief. But to make
more of my own tears, she prescribed RESTASIS® (Cyclosporine
Ophthalmic Emulsion) 0.05% for continued use, twice a day in
each eye, 12 hours apart, every day.
Approved Use
RESTASIS® Ophthalmic Emulsion helps increase your eyes’ natural ability
to produce tears, which may be reduced by inflammation due to Chronic
Dry Eye. RESTASIS® did not increase tear production in patients using
anti-inflammatory eye drops or tear duct plugs.
Important Safety Information
Do not use RESTASIS® Ophthalmic Emulsion if you are allergic to any of
the ingredients. To help avoid eye injury and contamination, do not touch
the vial tip to your eye or other surfaces. RESTASIS® should not be used
while wearing contact lenses. If contact lenses are worn, they should be
removed prior to the use.

for a free information kit
and long-term savings,
go to restasis.com
or call 1-866-271-6242.
16 mIllIon RESTASIS®
PresCrIPtIons WrItten
sInCe 2003

The most common side effect is a temporary burning sensation. Other
side effects include eye redness, discharge, watery eyes, eye pain, foreign
body sensation, itching, stinging, and blurred vision.
You are encouraged to report negative side effects of prescription drugs to
the FDA. Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

Available by prescription only.

Please see next page for the Brief Summary of the full Product Information.
Individual results may vary.

® marks owned by allergan, Inc.
© 2013 allergan, Inc., Irvine, Ca 92612, u.s.a.

aPC51Ig13

Talk to your eye doctor about RESTASIS® today.

RESTASIS® (Cyclosporine Ophthalmic Emulsion) 0.05%
BRIEF SUMMARY—PLEASE SEE THE RESTASIS® PACKAGE INSERT FOR
FULL PRESCRIBING INFORMATION.
INDICATIONS AND USAGE
RESTASIS® ophthalmic emulsion is indicated to increase tear production in patients whose
tear production is presumed to be suppressed due to ocular inflammation associated with
keratoconjunctivitis sicca. Increased tear production was not seen in patients currently taking topical
anti-inflammatory drugs or using punctal plugs.
CONTRAINDICATIONS
RESTASIS® is contraindicated in patients with known or suspected hypersensitivity to any of the
ingredients in the formulation.
WARNINGS AND PRECAUTIONS
Potential for Eye Injury and Contamination
To avoid the potential for eye injury and contamination, be careful not to touch the vial tip to your eye
or other surfaces.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased
tear production typically should not wear contact lenses. If contact lenses are worn, they should be
removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes following
administration of RESTASIS® ophthalmic emulsion.
ADVERSE REACTIONS
Clinical Trials Experience
Because clinical trials are conducted under widely varying conditions, adverse reaction rates
observed in the clinical trials of a drug cannot be directly compared to rates in the clinical trials of
another drug and may not reflect the rates observed in practice.
In clinical trials, the most common adverse reaction following the use of RESTASIS® was ocular
burning (17%).
Other reactions reported in 1% to 5% of patients included conjunctival hyperemia, discharge,
epiphora, eye pain, foreign body sensation, pruritus, stinging, and visual disturbance (most
often blurring).
Post-marketing Experience
The following adverse reactions have been identified during post approval use of RESTASIS®. Because
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to
reliably estimate their frequency or establish a causal relationship to drug exposure.
Reported reactions have included: hypersensitivity (including eye swelling, urticaria, rare cases
of severe angioedema, face swelling, tongue swelling, pharyngeal edema, and dyspnea); and
superficial injury of the eye (from the vial tip touching the eye during administration).
USE IN SPECIFIC POPULATIONS
Pregnancy
Teratogenic Effects: Pregnancy Category C
Adverse effects were seen in reproduction studies in rats and rabbits only at dose levels toxic
to dams. At toxic doses (rats at 30 mg/kg/day and rabbits at 100 mg/kg/day), cyclosporine oral
solution, USP, was embryo- and fetotoxic as indicated by increased pre- and postnatal mortality and
reduced fetal weight together with related skeletal retardations. These doses are 5,000 and 32,000
times greater (normalized to body surface area), respectively, than the daily human dose of one drop
(approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001
mg/kg/day), assuming that the entire dose is absorbed. No evidence of embryofetal toxicity was
observed in rats or rabbits receiving cyclosporine at oral doses up to 17 mg/kg/day or 30 mg/kg/day,
respectively, during organogenesis. These doses in rats and rabbits are approximately 3,000 and
10,000 times greater (normalized to body surface area), respectively, than the daily human dose.
Offspring of rats receiving a 45 mg/kg/day oral dose of cyclosporine from Day 15 of pregnancy until
Day 21 postpartum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is
7,000 times greater than the daily human topical dose (0.001 mg/kg/day) normalized to body surface
area assuming that the entire dose is absorbed. No adverse events were observed at oral doses up
to 15 mg/kg/day (2,000 times greater than the daily human dose).
There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS®
should be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion
in human milk after topical treatment has not been investigated. Although blood concentrations are
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be
exercised when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric
patients below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and
younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and
rats. In the 78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a
statistically significant trend was found for lymphocytic lymphomas in females, and the incidence of
hepatocellular carcinomas in mid-dose males significantly exceeded the control value.
In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet
cell adenomas significantly exceeded the control rate in the low dose level. The hepatocellular
carcinomas and pancreatic islet cell adenomas were not dose related. The low doses in mice and
rats are approximately 80 times greater (normalized to body surface area) than the daily human
dose of one drop (approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg
person (0.001 mg/kg/day), assuming that the entire dose is absorbed.
Mutagenesis: Cyclosporine has not been found to be mutagenic/genotoxic in the Ames Test, the V79HGPRT Test, the micronucleus test in mice and Chinese hamsters, the chromosome-aberration tests
in Chinese hamster bone-marrow, the mouse dominant lethal assay, and the DNA-repair test in sperm
from treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using
human lymphocytes in vitro gave indication of a positive effect (i.e., induction of SCE).
Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats
receiving oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily
dose of 0.001 mg/kg/day normalized to body surface area) for 9 weeks (male) and 2 weeks (female)
prior to mating.
PATIENT COUNSELING INFORMATION
Handling the Container
Advise patients to not allow the tip of the vial to touch the eye or any surface, as this may
contaminate the emulsion. To avoid the potential for injury to the eye, advise patients to not touch the
vial tip to their eye.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear
production typically should not wear contact lenses. Advise patients that if contact lenses are worn,
they should be removed prior to the administration of the emulsion. Lenses may be reinserted 15
minutes following administration of RESTASIS® ophthalmic emulsion.
Administration
Advise patients that the emulsion from one individual single-use vial is to be used immediately after
opening for administration to one or both eyes, and the remaining contents should be discarded
immediately after administration.
Rx Only

Based on package insert 71876US15
©2013 Allergan, Inc.
Irvine, CA 92612, U.S.A.
®
marks owned by Allergan, Inc.
APC23SO13
Patented. See www.allergan.com/products/patent_notices
Made in the U.S.A.

FILL A RESTASIS® (CYCLOSPORINE OPHTHALMIC EMULSION) 0.05% PRESCRIPTION
AND WE’LL SEND YOU A REBATE CHECK FOR $20!*
It’s easy to get your rebate. Just fIll out thIs InformatIon and maIl.
Follow these 3 steps:
1. Have your prescription for RESTASIS® filled at your pharmacy.
2. Circle your out-of-pocket purchase price on the receipt.
3. Mail this certificate, along with your original pharmacy receipt
(proof of purchase), to Allergan RESTASIS® Ophthalmic Emulsion
$20 Rebate Program, P.O. Box 6513, West Caldwell, NJ 07007.
❑ enroll me in the My Tears, My Rewards ® Program to save more!
❑ I am not a patient enrolled in medicare, medicaid, or any similar
federal or state healthcare program.

Last Name

First

MI

State

ZIP

Street Address
City

For more information, please visit our website, www.restasis.com.

*RESTASIS Rebate Terms and Conditions: To receive a rebate for the amount of your prescription co-pay (up to $20), enclose this certificate and the ORIGINAL pharmacy receipt in an envelope and mail to Allergan
RESTASIS® Ophthalmic Emulsion $20 Rebate Program, P.O. Box 6513, West Caldwell, NJ 07007. Please allow 8 weeks for receipt of rebate check. Receipts prior to December 30, 2012 will not be accepted. One
rebate per consumer. Duplicates will not be accepted. See rebate certificate for expiration date. Eligibility: Offer not valid for prescriptions reimbursed or paid under Medicare, Medicaid, or any similar federal
or state healthcare program including any state medical or pharmaceutical assistance programs. Offer void where prohibited by law, taxed, or restricted. Amount of rebate not to exceed $20 or co-pay,
whichever is less. This certificate may not be reproduced and must accompany your request for a rebate. Offer good only for one prescription of RESTASIS® Ophthalmic Emulsion and only in the USA and Puerto Rico.
Allergan, Inc. reserves the right to rescind, revoke, and amend this offer without notice. You are responsible for reporting receipt of a rebate to any private insurer that pays for, or reimburses you for, any part of the
prescription filled, using this certificate.
®

© 2013 Allergan, Inc., Irvine, CA 92612, U.S.A. ® marks owned by Allergan, Inc. Please allow 8 weeks for delivery of your rebate check.

APC18SR13

Certificate expires 12/31/2013
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I Stood Up...
Elizabeth Chase

Y

ou can turn any celebration into an awareness event or fundraiser – just ask Elizabeth and her father, Don!
When Don decided to retire after 31 years and wanted to celebrate with a party, he had originally thought about
having guests donate to a charity of their choice in lieu of gifts until Elizabeth asked if he would consider featuring
the Sjögren’s Syndrome Foundation at the party since she has been learning to live with Sjögren’s for the past three years.
Don explained the cause to friends, family and coworkers on his fundraising page
by simply writing, “I’m asking that you make a donation to the Sjögren’s Syndrome
Foundation in my honor to help with research into this chronic autoimmune disease
that affects as many as 4 million Americans, including my youngest daughter, Beth.”
The party was a huge success with friends and family coming to celebrate Don
and raising $900 in Don’s honor for Sjögren’s research! The Foundation is honored
that Don shared his retirement party with the Foundation and helped raise the critical funds and awareness needed for Sjögren’s.
Planning the celebration together has also brought Elizabeth and her father closer
and they both are currently planning to attend the 2013 National Patient Conference this April. “The experience of doing this fundraiser has gotten us both more
interested in what we can do for the Foundation” said Elizabeth.
Thank you Elizabeth and Don for stepping up for Sjögren’s!
Hosting your own awareness event is a great way to let your friends, family and community become
more familiar with Sjögren’s. The Foundation is happy to support independent
awareness and fundraising activities by supplying brochures
and other materials. If you would like to host your own event,
contact the Foundation at 800-475-6473, ext. 212.
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Q
XyliMelts

®

for dry mouth

Relief, even while sleeping!
XyliMelts time-release oral adhering discs provide dry
mouth relief day and night, even while sleeping when
dry mouth is worst.
• 500 mg of Xylitol coats, moisturizes
and lubricates
• Discretely sticks to gums or teeth
• Lasts all night
• Reduces tooth decay
• 12 disc sample; just pay $3.20 shipping
(online or mail order).
Available at Rite Aid starting March 2013.
Call 877.672.6541 for mail order or
visit www.XyliMelts.com

What are the long-term effects of using the dry
mouth medications Salagen® or Evoxac®?

A

If they (Salagen® or Evoxac®) continue to make your
dry mouth or other dryness symptoms better, you
should continue to use them. There have not been any longterm effects that have been reported in the literature. Furthermore, I have not had Sjögren’s patients that have experienced
any side–effects other than those already known – sweating,
nausea, flushing, urinary frequency, and lightheadedness. The
drugs should not be used in patients with uncontrolled asthma, narrow-angle glaucoma, and acute iritis. Caution should
be observed with cardiovascular disease. Patients should discuss these conditions with their treating physicians.
Pilocarpine (Salagen ®)
Parasympathomimetic agent with mild beta-adrenergic
stimulation
5-10 mg 3-4 times per day (maximum 30 mg/day)
Half-life = 1-2 hours

Cevimeline (Evoxac®)
Parasympathomimetic agent with high selectivity for M3azithromycin solution, (Azasite®) once daily for two to four subtype muscarinic receptors. Predominant receptor subtype
OR50-107235_NewsletterADv6.indd
weeks to clear the 1problem. Some patients require the12/14/12
use of 11:55inAMsalivary glands.
oral medications to treat the problem. Doxycycline by mouth
30 mg 2-3 times per day
once or twice daily for two months works well but some paHalf-life = 4-6 hours
tients do not tolerate the doxycycline due to upset stomach.
Nancy Carteron, MD, FACR
Oral omega-3 essential fatty acids also have been reported to
improve the meibomian gland secretion but usually require
at least 3000 mg (three pills) per day to be effective.
I have Sjögren’s and during the past year have
There is a recently developed technique using an instrument
experienced dizziness and blurred vision when
called the LipiflowTM system that provides intermittent comI stand up. My doctor has recently diagnosed
pression to the eyelids with continuously controlled application
me with orthostatic hypotension (OH). Can
of heat to the eyelids. It is approved by the FDA for in-office
you explain the disorder? What are the posuse in treatment of the meibomian gland dysfunction, but
there have not yet been controlled clinical trials to confirm its
sible treatments and medications?
effectiveness. At present it is an expensive procedure that may
or may not be covered by insurance, but if other treatments fail
The incidence of neuropathy in Sjögren’s syndrome
to control the problem, this could be an alternative treatment.
is approximately 20%. The most common neurologiIt is important to remember that there are two types of cal manifestation is a sensory change on face, trunk, arms, or
lid margin problems. The meibomian gland dysfunction (the legs. Also common are autonomic (involuntary nervous sysglands in the posterior eyelid) is the most common problem, tem) symptoms. These include blood pressure dips causing
but inflammation of the glands at the base of the eyelash- light-headedness, minimal or excessive sweating, palpitations,
es (anterior location in the eyelid) can cause irritation and urinary symptoms of frequency, urgency, or hesitation, bowel
crusting on the eyelashes. This problem responds best to slowing, esophageal slowing, and sexual dysfunction. Patients
eyelid wipes, such as Eye-Scrub pads. The daily use of the who are diagnosed with orthostatic hypotension will have a 20
eyelid wipes helps to clear the crusts but if inflammation and mm systolic or 10 mm diastolic drop in blood pressure with
irritation persist, then topically applied antibiotics or antibi- erect standing. This is associated with dizziness, light-headotic/steroid combination therapy may be needed. Remember edness, fainting, falls, visual changes, cardiac disturbances
that the eyelid wipes do not control the posterior meibomian including rapid heart beat, and death, and can correlate with
gland problem but only the anterior problem.
fatigue, anxiety, and depression.
Since the occurrence of the eyelid margin problems can be
It is important to consider neurological and non-neurologso frequent, it is a good idea to practice good eyelid hygiene ical causes if any autonomic symptoms are present. Causes
to prevent as well as treat the meibomian gland dysfunction include cardiovascular, medication, autoimmune disease,
or lid margin disease.
infections, Guillain-Barré, adrenal insufficiency, and POTS
“Q&A” continued from page 4 t

Q
A

Gary N. Foulks, MD

continued page 10 t

Dry Eye Therapy
F RO M T H E E Y E C A R E E X P E RT S AT
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SAVE $3
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Soothe eye drops
®
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value plus 8 cents handling per coupon if used in accordance with the terms of the Bausch & Lomb
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any other coupon. Not redeemable for more than purchase price. Void where prohibited by law and
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Bausch & Lomb, CMS Dept. 10119, 1 Fawcett Dr., Del Rio, TX 78840.
© 2013 Bausch & Lomb Incorporated.
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“Q&A” continued from page 8 t

(postural orthostatic tachycardia) syndrome. Less commonly, autonomic nervous system changes can cause pupillary
changes, heat intolerance, reduced tears and saliva, and respiratory distress. Physiologic cause is thought to be autoimmune ganglioneuropathy and/or nerve damage from vasculitis.
Testing can include tilt-table study or ANSAR test, gastrointestinal tests, thermo-regulatory sweat test, QSART
(quantitative sudomotor axon reflex test), Valsalva maneuver,
orthostatic challenge 10 mm 60º head up tilt test, forced respiration, pupillometry, plasma noradrenaline, parasympathetic heart rate response, CHEPS (contact heat evoked potentials), skin testing with small fiber biopsy/sweat gland biopsy,
and VAS (cooling and detection techniques). QSART is the
most sensitive test for sweating. Additional studies include
sympathetic skin response, heart rate with deep breathing,
Valsalva ratio, ganglionic AChR antibodies in blood, and
COMPASS (composite autonomic symptom scale).
Treatment includes lifestyle changes, thigh-high compression stockings, salt, fluids for volume expansion, bed in the
up position, and counter measures such as toe-raising, legcrossing, thigh muscle co-contraction, bending at the waist,
slow marching in place, and leg elevation. Education and exercise may also provide benefit.
Your doctor also might recommend one of several possible prescription medications that could help. In addition, medications,
such as those to help urinary dysfunction, may be considered.
Steven Mandel, MD
Ramon Manon-Espaillat, MD, MA
Claire Austin, PA-C
David Shipon, MD

Q

My mouth is very dry. How can I care for my
teeth to minimize dental cavities?

A

Thank you for this important inquiry. First, I recommend that you read my article in the March 2010 issue of The Moisture Seekers, entitled, “The Importance of
Saliva.” This will provide more complete information for you
and your dentist. However, in an attempt to succinctly answer your question, there are five main things that you need
to do to keep your teeth and mouth healthy:
SALIVA – Saliva is the most important natural factor to
prevent dental disease; without it, you will unquestionably
have many more dental caries. In fact, it is estimated that
Sjögren’s patients are 50 times more likely to develop dental caries. Also, fluoride or remineralizing solutions will not
really be effective unless saliva is present. Therefore, while
some artificial saliva solutions might help, the most important aspect of maintaining oral health is to use a sialogogue
(saliva stimulant).
FLUORIDE – Just as children who are susceptible to dental caries, Sjögren’s patients MUST use daily fluoride, and it
must be very potent fluoride; in fact, it should be prescriptionstrength (such as Prevident 5000) and not simply the OTC
types. In addition, some of the remineralizing solutions (such
as Recaldent, MI paste) have shown some benefit.
POH – Personal oral hygiene must be immaculate. Since
plaque leads to dental disease, thorough toothbrushing and
flossing two or three times daily is necessary to remove any
plaque, especially in the setting of a dry mouth without the
antimicrobial benefits of saliva.
DDS – Frequent visits to the dentist and dental hygienist
are critical to the maintenance of good oral health. I recommend a dental check-up at least every three months.
continued page 14 t

Lozenges, Sprays & Gel

Designed to meet the needs of Sjögren’s patients

Now available at your local
Independent Pharmacy
Proudly Made in the U.S.A.
www.medactive.com 1-866-887-4867
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In Memory of Rhoda Dennison
The John M. and Sally B. Thornton Foundation
In Memory of Karen Lynn Cordell
Didi & Chris Brown
Harry & Elisabeth Garner
Mike & Neva Burns
Joyce Webster
In Memory of Rebecca Mitchell
Lupus Foundation of America, Inc.

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

In Honor of Ethan Faricelli's 1st Birthday
The Lernihan-Revolinsky Family
Theodore Loya
Claire & Michael Jette
Rodger & Giovanna Beyer
James Sullivan
Patrick & Heather Loya
Dennis & Ann Kennedy
Lucy Friedman
Jo Ann Schwarzbek
In Honor of Bonnie Litton
Naomi & Neil Arnold
In Honor of Elaine Harris
The John M. and Sally B. Thornton Foundation
In Honor of Dona Frosio
The John M. and Sally B. Thornton Foundation
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Breakthrough Bullet:
SSF Looks to Fund Novel
Diagnostic Research
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T

his year, the Foundation received 23 research grant
applications for 2013-2014 and they are currently
being reviewed by the SSF Research Review Committee. The committee believes that by finding new
accurate diagnostic tests, Sjögren’s research could move
quicker and major progress in the development of new
therapeutics could happen faster. That is why they are
focusing on research grant applications that target innovation and exploration into novel diagnostics.
Currently there is no single test that can definitively
diagnose Sjögren’s, and it is one of the only diseases
where a lip biopsy is still used as a diagnostic option. “It’s
time this disease moved away from an invasive procedure
– the lip biopsy – and that we come up with a non-invasive ‘gold standard’ for identifying Sjögren’s patients. A
simpler, more decisive diagnostic test will help everyone
– patients, clinicians, researchers and insurers – and it
will lead to earlier diagnosis and move the field forward
much more quickly,” said SSF Medical and Scientific
Advisory Board Chair Denise Faustman, MD, PhD.
A precise and easier diagnostic test will help physician’s better monitor patients and provide more insight
when deciding a patient’s treatment option. Innovation
is the key for all research funded by the Foundation because it’s our hope to inspire new ideas and allow investigators to pursue a concept that could prove to be a major
breakthrough in Sjögren’s. Improved diagnostics will also
encourage clinical trials in Sjögren’s that can lead to the
discovery of life-altering treatments.
The Foundation is proud to be the premiere organization funding Sjögren’s research and wants to encourage
talented researchers to pursue careers in Sjögren’s by
funding as many innovative abstracts as financially possible. This is why every voice and every dollar is critical
to our research efforts. If you’d like to make a donation
towards Sjögren’s research, please visit www.sjogrens.org
or call 800-475-6473. n

NEW
NeutraSal ®
Sjögren’s
Syndrome
Support Kit
Containing:
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Sugar Free Dry Mouth
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“Q&A” continued from page 10 t

Diet – While adherence to the above recommendations will result in excellent dental health, Sjögren’s patients
should watch their diet to a certain degree. Obviously, foods
high in refined carbohydrates (sugar) should be limited. Caution also should be exercised with too much caffeine, acid or
spices as they can cause some damage if salivary flow is low.
Nelson L. Rhodus, DMD, MPH, FACD, FICD

Q

I use a number of products that contain xylitol
and understand that this sweetener can be
harmful to pets. Can you explain why?

(Editor’s Note: We recently received a letter from an SSF member informing us that her dog had become very sick after eating
a piece of sugar-free gum made with xylitol. As many people
with Sjögren’s use various products made with xylitol (chewing
gums, candies, baked goods and toothpastes), we asked a veterinarian to provide us with detailed information about xylitol and
toxicity in pets.)

A

Xylitol toxicity in pets is becoming more common as
this sweetener is used more often in human foods. It
is particularly toxic to dogs due to the way xylitol is absorbed
and broken down. At this point, it does not seem to be as
toxic to other pets including cats and exotics.

In people, xylitol is absorbed slowly after ingestion. Unfortunately, in dogs it is absorbed rapidly and once in the
bloodstream it acts as a strong promoter of insulin release.
Insulin lowers blood glucose levels. When too much insulin
is released, the blood glucose drops significantly, causing a
dangerous hypoglycemia. Signs such as extreme lethargy or
seizures can occur. Vomiting is often the first sign seen.
Xylitol toxicity in dogs can also cause liver failure. This may
take up to 48 hours to develop. Bleeding, including bruising,
and even death can occur in these cases.
Ingesting even a small amount of xylitol can cause signs of
toxicity. In a 20-pound dog as few as one or two pieces of gum
may cause hypoglycemia and 5 to 10 pieces may cause liver
failure. For the granulated form of xylitol used for baking, as
little as 1⁄4 teaspoon may cause hypoglycemia or just over
one teaspoon may cause liver failure in that 20-pound pooch.
If there is any chance your dog ingested a product containing xylitol, you should call a veterinarian immediately.
Typical treatment may include inducing vomiting, running
bloodwork, and giving intravenous fluids containing dextrose
(sugar). Various bloodwork parameters should be monitored
for up to three days.
Since xylitol is so toxic to dogs, handling of xylitol-containing foods is very important. Those dogs that experience
uncomplicated hypoglycemia have a good prognosis if intervention is initiated promptly. Unfortunately, those dogs that
develop liver failure have a poor prognosis.
Patricia Mackey, DVM

New Sjögren’s Merchandise:

Awareness Wristbands
By purchasing these awareness
wristbands, you are helping us
achieve our 5-Year Breakthrough
Goal:
“To shorten the time to diagnose
Sjögren’s by 50% in 5 years!”
Wording: Conquering Sjögren’s www.sjogrens.org
Pack of 10 for $15.00†
Pack of 20 for $25.00†

Call 800-475-6473 and
order yours today!
† plus $5.00 shipping and handling
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Imagine having Sjögren’s
Below are the numerous ways Sjögren’s can affect your body.

Neurological problems,
concentration/memory-loss
(brain fog)
Dry nose, recurrent
sinusitis, nose bleeds

Dry eyes, corneal
ulcerations, and
infections
Difficulty swallowing,
heartburn, reflux
esophagitis

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

Recurrent bronchitis,
pneumonia, interstitial
lung disease

dentures
Arthritis, muscle pain
Dry skin, vasculitis,
Raynaud’s phenomenon
Abnormal liver function
tests, chronic active
Stomach upset,
gastroparesis,

autoimmune hepatitis, primary biliary cirrhosis

autoimmune pancreatitis

Vaginal dryness,
Peripheral neuropathy

vulvodynia

(numbness and tingling
in the extremities)

If you have
some of these
symptoms, contact
your healthcare
provider about
Sjögren’s
syndrome.
For additional information about Sjögren’s contact us at 800-475-6473 or visit online at 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

If you would like to receive this newsletter but are not currently an SSF Member, please contact us! 800-475-6473

Join the Fun!

Visit www.sjogrens.org

2013 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 an event coming to your area. More events to come!

May

or contact the SSF office to
learn more about our events!

July
4

Philadelphia Tri-State Walkabout & Health Fair
Philadelphia Zoo, Philadelphia, Pennsylvania

5

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

11

Dallas/Ft. Worth Walkabout & Health Fair
Grapevine Mills Mall, Grapevine, Texas

18

New Mexico Walkabout
Hoffmantown Church’s “Mission Field”
Albuquerque, New Mexico

June

28

Team Sjögren’s California –
Six Miles for Sjögren’s
Santa Cruz, California

sip for
1

Northeast Ohio Walkabout
Brecksville’s Oak Grove Picnic Area, Brecksville, Ohio

2

Sip for Sjögren’s Atlanta
Nelson Mullins - Atlantic Station, Atlanta, Georgia

8

Kansas City Walkabout
Independence Center, Independence, Missouri

15

Denver Walkabout
Denver Zoo, Denver, Colorado

a
fine water
tasting event

