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Sjögren’s Diagnosis and Challenges
C
by Daniel Small, MD, Rheumatologist, Sarasota Arthritis Center

urrently there is no simple diagnostic test for Sjögren’s, nor are there
universally accepted diagnostic and classification criteria. However,
those physicians skilled in caring for patients with Sjögren’s know that
early and accurate diagnosis in the hands of such a physician can greatly
benefit a patient with Sjögren’s syndrome.
The hallmark clinical findings are dryness of the eyes and mouth and,
often, dryness of the nose, throat, vagina, and skin. Many other organ systems may show evidence of dysfunction. The syndrome may develop alone
(primary Sjögren’s) or in association with almost any of the rheumatic
or autoimmune diseases (secondary Sjögren’s). Chronic immune system
stimulation plays a central role in the pathogenesis of Sjögren’s. This
chronic immune stimulation is manifested by hyperreactivity of B-cells
expressed by increased antibody production and the presence of lymphoplasmacytic infiltrates in the affected glands and organs. continued page 2 t

Preparing for a New Doctor Visit

by Sara Sise, Sjögren’s patient and SSF Board of Directors Member

W

hen meeting a physician for the first time, it’s imperative to come prepared. Prior to my first visit, I write out
my objectives for that appointment. My initial goals
are often quite simple. Primarily, I want to determine if a
successful working relationship with the practitioner can be
achieved. Medical care of a chronic illness, in my opinion,
is a journey that requires a trusting partnership. Unfortunately, many primary care physicians have had little experience with Sjögren’s. Therefore, it is part of my responsibility
to provide them with updated information on our illness.
Listening carefully to answers to questions such as How
many patients have you treated with Sjögren’s? or Are you
interested in receiving professional educational information
regarding Sjögren’s treatment, research and management?
continued page 6 t
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The trigger and the processes that perpetuate the infiltration of lymphocytes and production of increased antibodies are not known. Though a
genetic predisposition has been suggested by a number of studies, no clearcut identifiable gene that can be tested for has been found to be associated
with Sjögren’s. A variety of viruses have been looked at, but none have
been clearly identifiable in the pathogenesis of this disease. Alterations of
the number and kinds of cytokines that immune cells produce have been
looked at as well, but no pattern is clearly associated with Sjögren’s.
There are non-organ-specific antibodies that are found in both primary
and secondary Sjögren’s (anti-Ro/SSA and anti-La/SSB) that have clinical
significance and are used in the diagnostic criteria for Sjögren’s. Organspecific antibodies have been found (antibodies against carbonic anhydrase, alpha-fodrin, proteasomal subunits, and M3 muscarinic receptors)
but these currently are not being included in any of the criteria for diagnosis of Sjögren’s.
Why is it important for there to be consistent criteria for the diagnosis
of Sjögren’s syndrome? Since the cause of Sjögren’s is unknown, for physicians to properly treat patients with Sjögren’s, we need to have data on
how patients with this disease will respond to a specific treatment. To date
there are very few clinical studies showing a particular therapy is efficacious for Sjögren’s patients. One of the problems is the lack of universally
acceptable diagnostic criteria.
There has been an evolution in the criteria for making the diagnosis
of Sjögren’s. The universally accepted gold standard in helping with the
diagnosis is the labial gland biopsy showing a characteristic infiltrate of
lymphocytes and plasma cells in aggregates (foci) throughout the salivary
glands. The problem has been that similar infiltrates can be seen with
HIV, hepatitis C, sarcoidosis, and lymphoma. So although the finding of
lymphocytic infiltrates is essential in making the diagnosis of Sjögren’s, it
is not specific for Sjögren’s. In the past 30 years there have been multiple
attempts to establish a set of diagnostic and classification criteria. European Study Group criteria allowed Sjögren’s to be diagnosed on the basis
of symptoms and signs of dry mouth and dry eyes. Labial gland biopsy
findings and the presence of autoantibodies were among the criteria but
were not required for the diagnosis. In contrast, the more stringent San
Diego criteria required evidence of autoantibodies or the characteristic
pathology. The Europe Study Group criteria were criticized for including
a group of non-Sjögren’s patients without immunologically active disease.
The Sjögren’s Syndrome Foundation organized and sponsored meetings
between the European and American group, and a revised European criterion was proposed by the American-European Consensus Group. This criterion is very important for defining a group of patients with Sjögren’s that
could be included in studies for the purpose of looking at pathogenesis,
continued page 8 t
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“My OTC* eye drops aren’t enough.
Is there something more?”
“For your type of
Chronic Dry Eye,
use RESTASIS.® I do.”
A certain type of Chronic Dry Eye happens when
you can’t make enough tears due to inflammation.
RESTASIS® Ophthalmic Emulsion is a prescription
eye drop. With RESTASIS®, you’ll make more of your
own tears…and need those other OTC eye drops less.

Alison Tendler MD,
Eye Doctor

Don’t wait for your next appointment. Call today!
And ask your eye doctor if RESTASIS® is right for you.

Find out more about
a $20 rebate offer!

Available by prescription only.

See next page for details.

Go to restasis29.com, or call 1-866-311-2412 for a free kit.
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 topical steroid drops or tear duct plugs.
Important Safety Information:
RESTASIS® Ophthalmic Emulsion should not be used by patients with active eye infections and has not been studied in patients
with a history of herpes viral infections of the eye. 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.
Please see next page for important product information.
*Over-the-counter.
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Dr Tendler is an actual patient and is compensated
for appearing in this advertisement.

© 2009 Allergan, Inc., Irvine, CA 92612, U.S.A.

®
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Leader in Dry Eye Care
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Sterile, Preservative-Free
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 active ocular infections and in patients with known or
suspected hypersensitivity to any of the ingredients in the formulation.
WARNING
RESTASIS® ophthalmic emulsion has not been studied in patients with a history of herpes keratitis.
PRECAUTIONS
General: For ophthalmic use only.
Information for Patients:
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.
Do not allow the tip of the vial to touch the eye or any surface, as this may contaminate the emulsion.
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.
Carcinogenesis, Mutagenesis, and Impairment of Fertility:
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 1000 and 500 times greater, respectively, than the daily human dose of one drop
(28 µL) of 0.05% RESTASIS® BID into each eye of a 60 kg person (0.001 mg/kg/day), assuming that
the entire dose is absorbed.
Cyclosporine has not been found mutagenic/genotoxic in the Ames Test, the V79-HGPRT 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).
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 15,000 times the human daily dose of 0.001 mg/kg/
day) for 9 weeks (male) and 2 weeks (female) prior to mating.
Pregnancy-Teratogenic effects:
Pregnancy category C.

Teratogenic effects: No evidence of teratogenicity was observed in rats or rabbits receiving oral
doses of cyclosporine up to 300 mg/kg/day during organogenesis. These doses in rats and rabbits
are approximately 300,000 times greater than the daily human dose of one drop (28 µL) 0.05%
RESTASIS® BID into each eye of a 60 kg person (0.001 mg/kg/day), assuming that the entire dose
is absorbed.
Non-Teratogenic effects: 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 30,000 and 100,000 times greater, respectively than the daily human dose of one-drop (28 µL)
of 0.05% RESTASIS® BID 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 17,000 and 30,000 times greater, 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 post partum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is
45,000 times greater than the daily human topical dose, 0.001 mg/kg/day, assuming that the entire
dose is absorbed. No adverse events were observed at oral doses up to 15 mg/kg/day (15,000 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.
ADVERSE REACTIONS
The most common adverse event following the use of RESTASIS® was ocular burning (17%).
Other events 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).
Rx Only

Based on package insert 71876US1OU Revised January 2008
©2009 Allergan, Inc.
Irvine, CA 92612, U.S.A.
® marks owned by Allergan, Inc.
APC44MN09
US PAT 4,649,047; 4,839,342; 5,474,979.

Fill a RESTASIS® Ophthalmic Emulsion prescription and we’ll send you a check for $20!
It’s easy to get your $20 rebate for RESTASIS® Ophthalmic Emulsion. 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.
For more information, please visit our Web site, www.restasis29.com.

Last Name

First

MI

Street Address

City

State

ZIP
®

q Enroll me in the My Tears, My Rewards Program to save more!

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 March 1, 2009 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. Void in the following state(s) if any third-party payer reimburses you or pays for any part of the prescription price: Massachusetts. 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.
®

© 2009 Allergan, Inc., Irvine, CA 92612, U.S.A.

®

marks owned by Allergan, Inc. Please allow 8 weeks for delivery of your rebate check.
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Board of Directors

Q&A

A Path to the Board of Directors
The SSF Board of Directors is responsible for determining the Foundation’s mission, approving goals and priorities, setting policies and helping to plan for the Foundation’s future. The Board of Directors consists of a variety of
medical and dental professionals, Sjögren’s patients and patient family members, all working together to forward
the mission of the SSF.
But what qualifies someone to be a member of the Board of Directors? We thought we would follow the path of
two of our newest members: long-time patient Pamela Brown and Sjögren’s researcher Denise Faustman, MD, PhD.
bored with clinical
practice. I felt as a
pure MD I was not
making an impact
on people, merely
telling people the
same message
over-and-over again.
I think I can now
accomplish more
in my life by doing
research in Sjögren’s
and moving it
forward as clinical
trials.

Tell us a little
about yourselves.
Pamela Brown:
I grew up in Nashville, Illinois, and
graduated from
Concordia Teachers College in River
Forest, Illinois, with
a degree in elementary education. After
teaching for several years in Indianapolis, I moved to
Atlanta where I met
Denise Faustman, MD, PhD
my husband, Harold.
I worked for the federal government then but quit to
stay home with our son after he was born. For the past
21 years, until retiring this February, I have worked at
Gwinnett County Public Schools as an administrative
assistant in the Special Education Department. Our son
and daughter are both married, and we have four grandchildren. I am looking forward to the next phase of my
life where I plan to try new things and do things I enjoy.
Denise Faustman: I have an MD and PhD. I originally thought I wanted to be a clinician, so I trained
in medicine and endocrinology only to find out that,
when I had all that clinical training complete, I was

Pamela Brown

How did you get involved with Sjögren’s?
Pamela Brown: I was diagnosed with Sjögren’s
approximately 25 years ago when my parotid glands
became so swollen I couldn’t eat. I was fortunate to
be diagnosed within just a few months, as opposed to
years. I first learned of the Sjögren’s Syndrome Foundation from my rheumatologist. Elaine Harris had
started the Foundation less than a year earlier, and I
quickly joined so I could learn as much as possible
about the disease. (This was, of course, long before
the days of the Internet and search engines.) I became a member of a local support group, and within a
couple of years became the leader.
continued page 12 t
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“Be Prepared” continued from page 1 t

will provide useful information for making this decision. If a practitioner is not open to learning about
Sjögren’s, then I know immediately that this relationship isn’t a good fit. While this can be discouraging to
realize, it is far more challenging to try to work with a
physician who is not willing to learn about our complex syndrome.
Secondly, before an appointment, I gather three
pieces of information:
• Copies of my last few lab and test results.
• A typed list of my current medications/supplements with dosages.
•A typed list of significant medical conditions/
injuries with corresponding dates and treatments
(the last two are kept as easily updated documents on my computer).
Providing my new practitioner with these lists helps
expedite my appointment and serves as an indicator
that I am serious about taking an active roll in managing my health.
Depending on the situation, I also have brought a
copy of The Sjögren’s Syndrome Handbook to give to
the physician along with a copy of The Sjögren’s Quarterly which I offer to have sent to them. I explain that
a great deal more has been learned about Sjögren’s
in the last 5-10 years, including the fact that many
patients experience more systemic disease involvement than previously understood (many doctors still
only relate dry eyes and dry mouth with Sjögren’s). I
also inform them that while significant medical ground
has been gained, it still takes, on average, seven years
to diagnose Sjögren’s. This is a mind-numbing statistic
considering it is the second-most-common autoimmune disease, affecting nearly four million Americans.

Bringing a medical history binder to my appointments also has been extremely helpful. I use a large
three-ring binder divided by medical specialty (including copies of office visit records), lab results, testing results, new treatment information, medication
records, and notes. Because my binder is ridiculously
thick, I keep it in my tote bag, out of sight, until I
need to reference something. Several times I was able
to provide missing lab results which provided the basis
for immediate changes in treatment.
The last matter of business for my new doctor visit
is the establishment of clear guidelines regarding
medical management and communication procedures.
Understanding medical management means clarifying
what things I will see this doctor for and what conditions will predicate a visit to a different member of
my “medical team.” I also work with my practitioner
to determine who will be the “chief navigator of my
ship.” This may sound simple as I imagine it is widely
understood that a rheumatologist would always function as a Sjögren’s patient’s main physician. However,
depending on a number of factors, including insurance coverage, appointment availability, geography and
perhaps even a practitioner’s interest in managing a
patient with Sjögren’s, that question can have a myriad
of answers. I also discuss how various physicians
communicate my care to one another, so that my main
physician will have a complete picture of my health.
Furthermore, understanding the new physician’s office
procedures for sick or same-day visits, medication refills and how often I should be seen for follow-up care
are good questions to have answered on your first visit.
Establishing a successful relationship with a physician is like establishing a relationship with a friend. It
requires understanding, patience, effective communication and a sense of humor. n

Ruth Strickland Price

Leaving a Legacy of Hope

Legacy of Hope
Sjögren’s Syndrome Foundation

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

Leave A Legacy –
Remember Us in Your Will

continued page 15 t

LACRISERT is indicated in patients with moderate to severe Dry Eye syndromes,
including keratoconjunctivitis sicca. LACRISERT® is indicated especially in patients
who remain symptomatic after an adequate trial of therapy with artificial tear
solutions. LACRISERT® is also indicated for patients with exposure keratitis,
decreased corneal sensitivity, and recurrent corneal erosions.

©2009 Aton Pharma, Inc. 3150 Brunswick Pike, Ste. 230

Lawrenceville, NJ 08648

LAC-09-1048

Please see brief summary of Prescribing Information on adjacent page.
July 2009

LACRISERT® is contraindicated in patients who are hypersensitive to hydroxypropyl
cellulose. The following adverse reactions have been reported in patients treated
with LACRISERT® but were, in most instances, mild and temporary: blurring of
vision, eye discomfort or irritation, matting or stickiness of eyelashes and red eyes.
If improperly placed, LACRISERT® may result in corneal abrasion.

®

Actual size

patients may require twice-daily use
for optimal results.3
†
Multicenter, 2-visit, 4-week, single-arm
study conducted in moderate to severe
Dry Eye patients who had previously been
using ATs (N=520). Results are based on
418 patients who completed the study.

*Some

All-Day Relief

Ask your doctor about LACRISERT® today!

For more information,
visit www.LACRISERT.com or call 1-877-ATON-549.

• Preferred by nearly 4 in 5 patients over artificial tears2

• Simple and easy placement3,4

• No preservatives to cause irritation
or damage, even with long-term use3,4

• Dissolves comfortably in the eye
to begin all-day relief—like a s
low-release artificial tear2,3

• Significant improvement in symptoms,
signs, and activities of daily living 1,2†

LACRISERT®: All-day dry eye relief in a single daily dose*

If you drop artificial tears ≥4 times a day, give yourself
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“Sjögren’s Diagnosis” continued from page 2 t

disease course, and response to treatment. However,
on a day-to-day basis, a practicing physician encounters patients with Sjögren’s who need care but may not
fit the American European Consensus Criteria.
First let’s look at the criteria. In order to meet them,
a patient must have four positive out of the following
six, as long as the labial gland biopsy and the autoantibodies are not both negative, and none of the exclusions may apply.
The American-European Consensus Criteria
• Subjective dry eyes (my eyes are dry, feel gritty
and I have difficulty making tears)

Lawrenceville, NJ 08648, USA
Rx Only
LACRISERT® (hydroxypropyl cellulose) OPHTHALMIC INSERT
DESCRIPTION
LACRISERT® Ophthalmic Insert is a sterile, translucent, rod-shaped, water soluble, ophthalmic insert made
of hydroxypropyl cellulose, for administration into the inferior cul-de-sac of the eye.
Each LACRISERT is 5 mg of hydroxypropyl cellulose. LACRISERT contains no preservatives or other
ingredients. It is about 1.27 mm in diameter by about 3.5 mm long. LACRISERT is supplied in
packages of 60 units, together with illustrated instructions and a special applicator for removing
LACRISERT from the unit dose blister and inserting it into the eye.
INDICATIONS AND USAGE
LACRISERT is indicated in patients with moderate to severe dry eye syndromes, including
keratoconjunctivitis sicca. LACRISERT is indicated especially in patients who remain symptomatic
after an adequate trial of therapy with artiﬁcial tear solutions. LACRISERT is also indicated for
patients with exposure keratitis, decreased corneal sensitivity, and recurrent corneal erosions.
CONTRAINDICATIONS
LACRISERT is contraindicated in patients who are hypersensitive to hydroxypropyl cellulose.
WARNINGS
Instructions for inserting and removing LACRISERT should be carefully followed.
PRECAUTIONS
General
If improperly placed, LACRISERT may result in corneal abrasion.
Information for Patients
Patients should be advised to follow the instructions for using LACRISERT which accompany the package.
Because this product may produce transient blurring of vision, patients should be instructed to exercise
caution when operating hazardous machinery or driving a motor vehicle.
Carcinogenesis, Mutagenesis, Impairment of Fertility
Feeding of hydroxypropyl cellulose to rats at levels up to 5% of their diet produced no gross or
histopathologic changes or other deleterious effects.
Pediatric Use
Safety and effectiveness in pediatric patients have not been established.
Geriatric Use
No overall differences in safety or effectiveness have been observed between elderly and younger patients.
ADVERSE REACTIONS
The following adverse reactions have been reported in patients treated with LACRISERT, but were in
most instances mild and transient: transient blurring of vision, ocular discomfort or irritation, matting or
stickiness of eyelashes, photophobia, hypersensitivity, edema of the eyelids, and hyperemia.
DOSAGE AND ADMINISTRATION
One LACRISERT ophthalmic insert in each eye once daily is usually sufﬁcient to relieve the symptoms
associated with moderate to severe dry eye syndromes. Individual patients may require more ﬂexibility
in the use of LACRISERT; some patients may require twice daily use for optimal results.
Clinical experience with LACRISERT indicates that in some patients several weeks may be required before
satisfactory improvement of symptoms is achieved.
Issued June 2007
References: Koffler
1.
BH; for the LAC-07-01 Study Group. Lacrisert
(hydroxypropyl cellulose ophthalmic inserts) significantly improves symptoms of dry eye
syndrome (DES) and patient quality of life. Poster presented at: Association for Research in
Vision and Ophthalmology (ARVO) 2009 Annual Meeting; May 3-7, 2009; Orlando, Florida.
2.Katz JI, Kaufman HE, Breslin C, Katz IM. Slow-release artificial tears and the treatment of
keratitis sicca. Ophthalmology. 1978;85(8):787-793. 3.Lacrisert [package insert].
Lawrenceville, NJ: Aton Pharma, Inc.; 2007. 4.Hill JC. Slow-release artificial tear inserts
in the treatment of dry eyes in patients with rheumatoid arthritis. Br J Ophthalmol.
1989;73(2):151-154.

• Objective dry eyes (positive Schirmer’s test, positive Rose-Bengal staining)
• Subjective dry mouth (my mouth is dry; I have
altered taste and dysesthesias)
• Objective dry mouth (decreased salivary flow
tests, positive sialography)
• Positive autoantibodies (SSA, SSB antibodies)
• Positive labial gland biopsy
• Exclusions: anti-cholinergic drugs, HIV, Hepatitis C, lymphoma, sarcoidosis, radiation therapy
I would like to tell you about some of the problems
with using the American-European criteria for making
the diagnosis in clinical practice. We know that many
patients have the disease for many years before it is
properly diagnosed. I have a patient in my practice
who has Sjögren’s, but she came to me many years after she had symptoms and was not treated aggressively
during that time. About five years ago she was diagnosed as having a B-cell lymphoma and was successfully treated by a local oncologist. By the time she saw
me, she clearly had had manifestations of Sjögren’s for
many years, but because her lymphoma was diagnosed
first, she was excluded by the American-European
Consensus due to her lymphoma history. Sjögren’s is
strongly associated with B-cell lymphoma. It is more
likely to occur in patients who are SSA positive and
have hypergammaglobulinemia, as my patient did.
Elderly women in my community often are taking
anticholinergic medications for bladder control. These
can contribute to dry eyes and dry mouth. In order to
qualify for the consensus criteria, these patients have
to be tested off of their medication. Otherwise they
must be excluded according to the criteria.
There are many patients with hepatitis C who
exhibit signs and symptoms of Sjögren’s, yet they are
excluded by the consensus criteria. Do they have primary or secondary Sjögren’s? Since we don’t know yet
what causes Sjögren’s, doesn’t this group of patients
provide a valuable human model for study?
I have found that there are many clues in a patient’s
history that can lead to the diagnosis of Sjögren’s,
sometimes before significant symptomatic sicca (dry
eye and dry mouth) symptoms are present. Thyroid
disease, esophageal dysfunction, neuropathies, joint
pain, hoarseness, recurrent respiratory problems,
fatigue, lymph node enlargement, and rashes are all
clues to possible systemic problems associated with
Sjögren’s. A physician who pays attention to these
findings, along with the findings of autoantibodies and
continued page 10 t
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I StoodUp…
Ben Dillon
Mesa, Arizona

T

he Sjögren’s Syndrome Foundation’s
Little Voices national spokesperson,
Ben Dillon, from Mesa, Arizona,
has once again proven that anyone
can Stand up for Sjögren’s.
Equipped with knowledge and driven through love for his grandmother,
who has Sjögren’s, Ben decided that
he would once again educate his
school’s staff and fellow students.
That is why this past January, Ben
and his mother Pam arranged for him
to visit students in elementary classrooms and schools in the Phoenix area
to educate them about Sjögren’s.
Ben talked about his grandmother’s
experience of living with Sjögren’s
and how it can affect the body. He
provided coloring pages, which described the symptoms of Sjögren’s and
explained how those affected have limitations and are
not able to live their lives like everyone else.
In addition, thanks to Vimal Patel of Time4Health
of Scottsdale, Ben was able to distribute piggy banks
to the schools to have his fellow students collect pennies for Sjögren’s.
From his presentations to the Little Voices
coloring pages to the Sjögren’s piggy banks, Ben
once again Stood Up For Sjögren’s, helping to
increase awareness and make a difference.
Ben then attended the Phoenix Area Walkabout
along with his new friends from the classrooms
and turned in the piggy banks full of the
change they collected!
Congratulations, Ben! Thanks for Standing
Up and making a difference! n

Longview Elementary School students present a wagonful of
piggy banks to Foundation CEO Steven Taylor at the Phoenix
Area Walkabout.

10
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“Sjögren’s Diagnosis” continued from page 8 t

elevated markers of inflammation such as an elevated
sed rate or C-reactive protein, may suspect that the
patient has an autoimmune disease or Sjögren’s. If the
patient has a positive SSA or SSB antibody and the
features of the disease, the physician usually will make
the diagnosis. If the SSA and SSB antibodies are not
present, a labial gland biopsy will be essential to help
make the diagnosis.
Making the diagnosis of Sjögren’s syndrome is
important to allow the physician to offer the patient
early therapy that may help the symptoms and delay
progression of the disease. The key to the diagnosis is
to have an index of suspicion that the condition may
be present. If your physician is not familiar with the
manifestations of Sjögren’s, it is unlikely that he or she
will be able to diagnose this disease, especially if the
SSA and SSB antibodies are not present or their presence has not been determined due to a lack of laboratory testing. n
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“Board of Directors Q&A” continued from page 5 t

Over the years I have also helped organize and
chair several events in the Atlanta area, been a contact
person for newly diagnosed patients, manned booths
at numerous medical conferences, and become friends
with several of the Board Members. I have watched the
Foundation evolve into the incredible organization it is
today. The dedication of Steve, his staff, and the Board
has made such a difference. The amount of information available is amazing and makes it so much easier
for patients, physicians and dentists to learn about the
disease and its various manifestations. Quite a difference from when I was diagnosed!
Denise Faustman: As my colleagues know, I work
on two autoimmune diseases: diabetes and Sjögren’s.
I always say that I did not find Sjgoren’s, but Sjögren’s
keeps finding me. There is more money to work
on diabetes but I find the problems of Sjögren’s so
clinically relevant and the data in a mouse model of
Sjögren’s so compelling to bring forward to patients. I
also think the Sjögren’s research community members
are so supportive and interactive. It is a pleasure to
work in Sjögren’s as a researcher and share concepts in
such a collegial manner.

In your opinion, where do you see the SSF
making the biggest impact for Sjögren’s in
the next five years?
Pamela Brown: One of the biggest impacts I see will
be the increased awareness and education of patients
and families, physicians, dentists and legislators. From
the perspective of a patient, I am hoping that a huge
impact will be made in the area of research funded by
grants which will undoubtedly help find new treat-

ments to make our lives more comfortable and possibly find a cause and cure.
Denise Faustman: Money for research! Money for
research!

Everyone is so busy these days, so why did you
decide to accept a volunteer board position?
Pamela Brown: I actually have more free time now
that I am retired, but that really didn’t influence my
decision to accept the position on the Board as much
as one would think. I was quite honored when Steve
Taylor (SSF CEO) asked if I would consider being
nominated to serve and be a part of such a distinguished group of professionals and patients. As a
patient, the work of the SSF is important to me, and
if I can make a contribution by being on the Board of
Directors, then I consider it a privilege, and it gives
me a sense of pride that I am doing something to help
myself and others who have the disease.
Denise Faustman: I think the research money the
Sjögren’s Syndrome Foundation raises and distributes is HIGH IMPACT money. It is money that tests
new ideas, and the SSF is open to new ideas to help
people. I wanted to give my time to make sure money
raised continues to support the innovations that make
big changes.
The Sjögren’s Syndrome Foundation is honored
that so many talented and passionate people have
volunteered their valuable time to help the Foundation continue to move forward. A full list of our Board
members and officers can be found on page two. We
want to thank each of them for their continued support
and dedication to the Foundation. n

S earch the I nternet … and S u pport S S F
You can earn a penny for the SSF every time you search on the Internet! GoodSearch.com is a search
engine that donates half its revenue to the charities its users designate.
Bookmark www.goodsearch.com as your new search engine
and be sure to choose Sjögren’s Syndrome Foundation.
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Are there any contraindications for Sjögren’s patients
who are thinking of having laparoscopic gastric band
surgery or gastric bypass surgery?

O

besity and its complications have become a major
health issue in the United States. Bariatric surgery
is the term used for surgery that is done to aid in
weight loss. The most commonly performed bariatric
surgery procedures are laparoscopic adjustable gastric
banding (lap banding) and Roux-en-Y gastric bypass.
Lap banding involves the placement of an adjustable band around the opening of the stomach, thereby
reducing the effective volume of the stomach and
the amount of food that one can eat at a given time.
Using a needle to instill fluid into a port in the band,
the size of the band can be adjusted, which allows for
control of volume of the stomach. Lap banding is a
relatively popular choice because the surgery is done

Women, Work, and
Autoimmune Disease
by Rosalind Joffe
and Joan Friedlander

Keep Work ing,
G irlfr iend!

Women, Work, and Autoimmune Disease is a book
for women who live with chronic illness, encouraging them to stay employed to preserve their
independence and sense of self.
The authors take a hard, yet inspirational look
at what it takes to be successful in a job while
managing a chronic illness, including developing
strategies and tactics, evaluating communication
skills, building a support team, and analyzing
options for self-employment.

See Resource Order Form
on Page 14

laparoscopically, it is reversible, and the underlying
anatomy of the gastrointestinal tract is not changed
(that is, no portion of the GI tract is bypassed). The
success of a lap band surgery depends on the ability of
the individual to adhere to there new dietary regimen.
An individual with a lap band who continues to eat a
high volume of high-calorie foods will not experience
weight loss.
Roux-en-Y gastric bypass is a surgical procedure
where, not only is the volume of the stomach reduced,
but a large portion of the intestinal tract is surgically
bypassed, thus reducing the amount of calories that
can be absorbed. This surgery is permanent and can
continued page 15 t
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helped thousands of people improve their ability to remember everyday issues like where their car is parked as well as
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I-Can’t-Chew Cookbook by J. Randy Wilson. The ultimate cookbook for people with chewing, swallowing and dry-mouth
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“Information” continued from page 13 t

be done in either an open or laparoscopic procedure.
Weight loss associated with gastric bypass may be
slightly higher than that seen with lap banding; however, nutritional deficiencies, due to malabsorption of
certain vitamins and nutrients, can be seen in individuals with gastric bypass. Life-long vitamin supplementation may be required.
The safety of bariatric surgery in individuals with
Sjögren’s syndrome depends on the degree of underlying autoimmune inflammation and whether there are
any Sjögren’s-related gastrointestinal diseases present.
In some individuals with Sjögren’s or other autoimmune diseases, dysmotility of the esophagus can be
seen, typically presenting as difficulty swallowing.

Reduction in gastric volume through either procedure
could exacerbate these symptoms. Some individuals
with Sjögren’s may have atrophic gastritis, celiac sprue,
or liver diseases associated with autoimmune inflammation. These conditions can lead to malabsorption of
vitamins and nutrients. Any individual with Sjögren’s
who has evidence of nutritional deficiencies presurgery may not be a good candidate for gastric bypass,
which would only worsen those nutritional issues.
Before any bariatric surgery, you should have a
thorough discussion with both your physician and your
surgeon regarding the risks and benefits of the procedure and how your Sjögren’s may affect the outcome.
Matthew Nichols, MD
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We Need Your Support For Sjögren’s Research!
T

he Sjögren’s Syndrome Foundation is proud of our highly respected Sjögren’s Research Program. We have, for the past
six years, increased our funding for Sjögren’s research every Spring. This year, we are hoping to continue that tradition by
offering nearly $300,000 in research grants to promising Sjögren’s projects, but we need your help. Funding is in need to
ensure that we reach that goal.
Each year, the Foundation staff and research volunteers work diligently to
attract talented and dedicated scientists to our research program. We foster
relationships with top researchers in the field of Sjögren’s, as well as autoimmune diseases, in hopes they will consider conducting Sjögren’s research.
While we have made great progress, we need your help this year to ensure
we can fund more research projects than last year. In 2009, we turned away
sixteen promising projects due to lack of funding, and 2010 is shaping up to
be the same ratio. Every project that is turned away means one less chance
for a breakthrough in our fight against Sjögren’s syndrome.
Our goal is to increase our research program this year once again but we
need your help. We hope you will consider making a donation to the SSF
Research Program so that we can ensure more research is done for Sjögren’s.
Please use the form below to make your donation or contact the Foundation directly by calling 800-475-6473.
On behalf of Sjögren’s patients, thank you for believing in the Sjögren’s Research Program! With your support, we will
uncover potential therapies for patients as well as unlock the mystery of Sjögren’s and find an overall cure.
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Thank you for your support of the Sjögren’s Syndrome Foundation Research Program.
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 AmEx Card Number _____________________________________________ Exp. Date ________________
Signature _______________________________________________________________________

CC Security Code_______________

