Volume 29, Issue 2

February 2011

Update on the International M
Sjögren’s Syndrome Registry
by Troy Daniels, DDS, MS
with contributions from
John Greenspan, BDS,
PhD, Caroline Shiboski,
DDS, PhD and Lindsey
Criswell, MD, MPH

uch is happening as we enter year eight of the 10year NIH-supported registry called the Sjögren’s
International Collaborative Clinical Alliance
(SICCA). We have had a very smooth transition in
leadership: Troy Daniels, DDS, MS, and John Greenspan, BDS, PhD, founded SICCA and have co-directed
the NIDCR contract since 2003 and remain actively
involved as investigators. Caroline Shiboski, DDS,
PhD, and Lindsey Criswell, MD, MPH, who have
been involved with SICCA since its onset, Shiboski as
lead Epidemiologist, and Criswell, a rheumatologist,
as lead Geneticist, are the new co-directors of SICCA
since July 2010. Since beginning participant enrollment in 2004, over 2200 individuals have completed
baseline enrollments and almost 600 have completed
two-year follow-up enrollments. These enrollments
have been occurring at nine collaborating SICCA research groups located in Argentina, China, Denmark,
India, Japan, the United Kingdom and the United
States, directed from the SICCA Coordinating Center
at the University of California, San Francisco.
continued page 2 t

The Moisture Seekers is happy to bring to you a new installment of
“Your Story,” an opportunity for Sjögren’s patients to tell their story and
share with the rest of the Foundation members how they have learned
to cope with their disease. This installment is an interview with Jeanne
Dale, a Sjögren’s patient, from Winnetka, Illinois, and her perspective on
Sjögren’s and how it impacts her life.

H

ow long ago were you diagnosed
with Sjögren’s and by whom?

Jeanne Dale

I was diagnosed in December 2005. I was initially screened for ANA
and RA factor by my internist and when the results came back extremely
high, I was referred to a rheumatologist who then diagnosed me as having
Sjögren’s syndrome. I was fortunate that the diagnostic process took a
relatively short period of time.
continued page 4 t
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“SICCA” continued from page 1 t

Founded by
Elaine K. Harris in 1983

Board of Directors
Chairman of the Board
Lynn M. Petruzzi, RN
Chairman-Elect
S. Lance Forstot, MD
Treasurer
Kathryn L. McCarren
Secretary
Fred R. Fernandez
Immediate Past Chair
Gary Foulks, MD, FACS
Estrella Bibbey
Pamela S. Brown
Steven E. Carsons, MD
Nancy L. Carteron, MD, FACR
Troy E. Daniels, DDS, MS
Peter C. Donshik, MD
Kenneth Economou
Denise Faustman, MD, PhD
Mary W. McNeil
Austin K. Mircheff, PhD
Nelson L. Rhodus, DMD, MPH
Shari Rood
Vidya Sankar, DMD, MHS

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

One goal of the SICCA project is to develop new classification criteria.
The way patients with SS have been diagnosed or classified has evolved
over the years with 11 diagnostic or classification criteria published since
1965. It is important to keep in mind the difference between diagnostic criteria, which are based on an individual clinician’s knowledge and
experience applied to an individual patient, and classification criteria,
which are based on an established disease definition and defined objective
tests applied to groups of patients who will participate in clinical trials or
other research studies. The current classification criteria for SS have been
in use for eight years but can create heterogeneous patient groups. They
also have not been approved by the usual professional groups that oversee
classification criteria, such as the American College of Rheumatology, and
need updating.
Many new drugs are becoming available for treating other autoimmune
connective tissue diseases, such as rheumatoid arthritis (RA) and lupus.
Some of these drugs, or newer related drugs, may eventually be useful for
treating SS, but trials of new drugs, or new applications of existing drugs,
require rigorously defined groups of patients. Therefore, new SS classification criteria are needed now to best support future trials of powerful new
drugs that may be effective in treating the disease. To accomplish this,
SICCA is now analyzing the consistently recorded histories and examination and test results obtained from each of its participants to determine
the occurrence, patterns and overlapping relationships of these results.
These analyses have supported the development of new and simplified SS
classification criteria that are currently under review by the American College of Rheumatology, from which we seek advice and approval.
Complex autoimmune diseases, such as RA and lupus, have long been
suspected of having a genetic basis. Recently completed genome-wide
association studies (GWAS) of patients with these diseases have found
strong associations with genes that regulate the immune system. A genetic
component of SS has been suspected based on the observed clustering of
the disease and other autoimmune diseases within families and the rare
occurrence in identical twins. GWAS and other comprehensive genetics studies of SS are needed to define the genetic contribution to SS,
including the relationship to other autoimmune diseases such as RA and
lupus. To support such future genetic research on SS, SICCA has been
collecting DNA from all of its participants and, beginning this December,
a GWAS will be performed by the NIH using SICCA DNA specimens.
From analyses of the GWAS data, we will try to learn which regions of the
genome may be significantly associated with objective components of SS.
In addition to GWAS, other forms of genetic analyses, such as studies of
epigenetic factors, are in progress. In such studies, the way in which some
genes express themselves is examined as a possible contributor to disease
continued page 6 t
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I Stood Up…
Walkabout Friends and FamilyTeams
Stand Up Throughout the Country

Let’s hear it for our Friends and Family Walkabout Teams!
Thanks to all of you who have taken the initiative and have built your own Walkabout Team by encouraging
Friends and Family members to help you by joining your Team and participating in the event!
It is very exciting for all of us to see the outpouring of support at our events from the
Walkabout Teams. It is great fun for Team members to wear their own Team
T-shirts that they have created and/or to read the signs that they carry
with their Team message! The Walkabout Teams make it fun for everyone,
whether they are a part of the team or an event participant!

Carol’s

s

Cherub

It is reassuring for all attending to see how we are making an impact on
community members and to know that we all can and do increase awareness
of Sjögren’s!
Here are just a few of our Walkabout
Teams and photos!
’s Gang
Grandma
Case Crew

“UII” Can Spread Awareness

Soon we will be kicking off the spring Walkabout events. If
you happen to have a Walkabout in a city near you, please plan
to attend and be sure to invite everyone you know! Form your
own Team — all you need to do is create a name and a sign or create a
sticker to wear or decorate t-shirts for all to wear! The key is to make it
FUN! Your friends and family will thank you for offering them a chance to
help you make a difference!
Remember, your loved ones want to know how they can fight back, too!
How will you Stand Up?
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“Your Story” continued from page 1 t

W

hat were the symptoms that
led you to see a doctor?

The initial complaint that I went to my internist
with was a bothersome ankle that became painful, with
swelling that occurred and disappeared with seemingly
no reason. After x-rays, blood work was performed that
then led to my diagnosis. After the diagnosis, I realized that some of the then minor annoyances, such as
Raynaud’s and peripheral neuropathy, were probably
due to the Sjögren’s. But it was the swollen joints that
first led me to my physician.

W

hat is your main everyday
challenge with Sjögren’s now?

The daily challenges vary, again with seemingly no
reason for the changes. However, there are two major
problems that, for me, can be a daily challenge. The first
and most frustrating is fatigue. I have learned how to
manage it, for the most part, but can never eliminate it.
I read either in one of your newsletters or heard at one
of your conferences, a hint on managing fatigue that I
use almost daily. Divide your day into three blocks of
time and never fill more than two of those blocks with
activities. If I am going out for the evening, I am resting
either in the morning or afternoon. It can be frustrating
because my spirit can’t always grasp why my body is giving out. It took many years and many days of relentless
fatigue before I finally learned how to adapt.
The second most difficult challenge is with my
eyes…the dryness. When I was diagnosed, my eyes
were a minor concern. I had stopped wearing contacts six months prior to my diagnosis because they
were bothering me… I didn’t realize then it was the
beginning of my eye issues. I am a voracious reader
and also spend several hours each day at my computer, so my eyes are always a problem and when I
have to stop reading or working, it becomes frustrating and difficult to cope. Living in the North, the cold
winters exacerbate many of my symptoms… dry eyes,
neuropathy, etc., and the symptoms are always more
severe in the coldest of months.

W

hat is the best tip you have learned
along the way on coping with your
Sjögren’s that you would like to
share with other Sjögren’s patients?

The tip about the fatigue that I mentioned earlier
has certainly helped me the most. In addition, I would
say to be open to integrative treatments. If possible,
find a reputable integrative medical center, preferably
attached to a university hospital or larger hospital and
explore. Investigate and remain open to accupuncture,
anti-inflammatory diet choices, energy work. There may
be a treatment that can alleviate some complaint or
moderate any pain. Again, remain open.

Y

ou attended the National Patient
Conference in San Francisco last
April 2010. What were your
impressions of that conference?

We have attended several of the patient conferences,
both the national and the one-day regional conference.
At all of them, I have learned from both the presenters
and the fellow patients and their families. I believe that
knowledge is power, and education is paramount in our
medical care and the responsibility for our health and
our care is ours in partnership with the medical community. To be informed is to be empowered.
Hearing some of the patients’ stories has led me to
a place of gratitude, and I remember some of these
fellow Sjögren’s patients when I have a difficult day
and I realize perhaps my day isn’t as difficult after all.
I encourage all who have never attended a conference
or seminar haven’t done so recently, to try to do so.
Science changes so rapidly that information can evolve
within a short period of time.

DRY MOUTH
Learn to manage it 3 ways

Dry mouth associated with Sjögren's is more than
just uncomfortable and frustrating. When your
body can no longer produce enough protective
saliva, you are more likely to have cavities, mouth
infections and bad breath. Because dry mouth is
an ongoing condition with Sjögren's, it helps to
develop an ongoing daily routine in each of the
following 3 management areas:
1. Soothing & Moisturizing: While sipping water
can help, water doesn’t lubricate the way
saliva does. For symptom relief throughout the
day use a moisturizing liquid or gel that has
supplemental proteins and enzymes. Keep a
portable moisturizing spray on hand to provide
soothing relief on-the-go. For night-time relief,
consider a soothing moisturizing gel to help
keep your mouth moist.

2. Daily Cleaning: When you don’t have enough
saliva, food and bacteria can stick to your
teeth causing plaque build-up, bad breath,
and other problems. Keep your mouth clean
by using fluoride toothpaste and a mouthwash
without harsh ingredients. Products formulated
specifically for dry mouth should be alcohol
and detergent (SLS) free so they won’t irritate
your mouth.
3. Saliva Stimulation: Your saliva not only flushes
away odor-causing bacteria, it protects and
lubricates your mouth. For oral dryness,
stimulate saliva by chewing sugar-free gum
containing xylitol.

Only Biotène, with its protein-enzyme formulations, offers products in each of the 3 management areas.
Choose the combination of Biotène products that's right for you.

W

e know your family is supportive
of you as well as the Foundation.
What suggestions would you give
to others to help encourage
family support and involvement?

Again, education is critical. We must tell our families and close friends about Sjögren’s and the symptoms we deal with on a daily basis. I learned about the
importance of opening dialogue when our son, who
is a cancer survivor, was diagnosed with leukemia as
a 17-year-old high school senior. Friends, teachers,
neighbors hesitated to ask about our son’s illness and I

Soothe & Moisturize
(gel, spray)

Daily Cleaning

Saliva Stimulation

(toothpaste, mouthwash)

(chewing gum)

continued page 6 t
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#1 FOR DRY MOUTH MANAGEMENT
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For patients with Sjögren’s syndrome
“SICCA” continued from page 2 t

development. Results from those genetic studies are
expected to be available in late 2011.
We have published two manuscripts: one describing
the SICCA Project and some of its early results1, and
another describing our simplified method for assessing
dry eyes (keratoconjunctivitis sicca - KCS).2 Additional
manuscripts are currently in review: one describes
detailed associations of labial salivary gland biopsy microscopic results with the serological and ocular components of Sjögren’s syndrome (SS); another manuscript describes the extraglandular diseases associated
with SS among SICCA participants (e.g. thyroid, liver,
kidney or lung disease or lymphoma). A future SICCA
update in this publication will describe these results.
Earlier this year, SICCA began disseminating its
specimens and data to scientific investigators. Five
completed applications have been received: three
have been approved by an external scientific review
panel and two are in review. The application process
is available on the SICCA website (http://sicca.ucsf.
edu) including all necessary instructions and forms. It
is important to note that the epigenetic study mentioned above is supported by a grant from the Sjögren’s
Syndrome Foundation.
In 2009, two new SICCA Research Groups opened
in the United States. These are located at the Univer-

sity of Pennsylvania, Philadelphia and at Johns Hopkins Medicine in Baltimore, Maryland. There are now
three US locations in which patients with diagnosed
or suspected Sjögren’s syndrome may inquire about or
enroll in the SICCA registry. Their contacts are:
University of Pennsylvania, Philadelphia
Kristel Dow, SICCA Project Coordinator
kristel.dow@uphs.upenn.edu
(215) 615-4306

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

Johns Hopkins Medicine, Baltimore
Anthony Keyes, SICCA Project Coordinator
sicca@jhmi.edu
(410) 550-6259
University of California, San Francisco
Danielle Drury, SICCA Project Coordinator
danielle.drury@ucsf.edu
(415) 476-0535
References:
1. Daniels TE, Criswell LA, Shiboski C, Shiboski S, Lanfranchi
H, Yi D, et al. An early view of the International Sjögren’s Syndrome Registry. Arthritis Rheum 2009; 61:711-714.
2. Whitcher JP, Shiboski CH, Shiboski SC, Heidenreich AM,
Kitagawa K, Zhang S, et al. A simplified quantitative method for
assessing keratoconjunctivitis sicca from the Sjögren’s Syndrome
International Registry. Am J Ophthalmol 2010; 149:405-415.

“Your Story” continued from page 4 t

Important Safety Information

realized it was up to me to inform them and let them
know what we might need, and to tell them it was
okay to ask how he and our family were managing.
By doing so, we expanded our circle of support, made
the entire experience easier, and earned new friends.
I have followed that pattern with my Sjögren’s. Again,
education, education, education.

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.
•

W

hat is your hope for Sjögren’s
patients in the next ten years?

My hope is that with the research being done on
Sjögren’s, its possible cause(s) and new medications,
our prognosis will improve and our symptoms will become more manageable. I think we currently classify
Sjögren’s as an “orphan disease,” and I hope that in ten
years it will not remain in that category. n
Jeanne Dale

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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Q
A

What can I do to decrease the chronic fatigue I
experience during Sjögren’s flare-ups?

Fatigue is a common symptom of Sjögren’s. The fatigue
may be chronic. In other words, it is persistent or may
be more intermittent and considered due to a “flare-up of disease.” Many patients with Sjögren’s syndrome also have fibromyalgia, and this condition is a common cause of fatigue.
Regular aerobic exercise that increases your heart rate and
good sleep are essential to help with fatigue. Ideally patients
should attempt to exercise 30 minutes per day for at least 4-5
days per week. It is important to get enough hours of sleep
per night to feel rested or refreshed on awakening. Try not
to exercise too close to bed time as this can aggravate sleep.
If you snore or make other mouth noises at night such as
smacking, snorting or chumping your teeth, be evaluated for
sleep apnea. Pacing yourself, especially during “flares” can
be helpful.
In terms of medication, Plaquenil often helps energy. I
have also used a cousin of Plaquenil in my practice called
quinicrine. Quinicrine is a prescription medication which
is compounded. DHEA is an over-the-counter supplement
or may be compounded with a prescription. I recommend
my patients who take DHEA purchase from a compounding
pharmacy or a reputable company. The one that I tend to use
is out of Massachusetts called Pure Encapsulations. Other
treatments that can be used for fatigue off label include antidepressants such as Prozac and Provigil. Talk to your physician about this option.
Scott Zashin, MD

Q
E

When I’m out walking with my friends,
I am always ‘huffing and puffing’ to keep
up with them. My respiratory function
tests are all in the normal range.
Is this a common symptom of Sjögren’s?

xertional breathlessness should be evaluated. Most primary care physicians should first check lab studies to
exclude anemia and thyroid disorders. Then if those are normal, consider breathing function tests (simple spirometry),

1-877-437-7763
2010

DSEV10000226

2010

chest x-ray, oxygen saturation while walking and an ECG or
echocardiogram to exclude a heart issue.
Depending upon those results, a referral to a pulmonologist for more specialized testing (hi-resolution CT scanning,
complete pulmonary function testing and formal exercise
testing), bronchoscopy or a specialized heart echo to exclude
a shunt in the heart could be performed.
These tests are designed to exclude infection, malignancy,
or Sjögren’s-related interstitial lung disease or bronchiolitis.
At our institution, we have an autoimmune lung center which
performs these tests in consultation with our pulmonologists
and rheumatologists. If necessary, more advanced diagnostic
studies are done to yield an explanation before therapy is recommended, as often there is an underlying condition such as
asthma or reflux-related lung injury which may be the cause.
A lung biopsy is usually not necessary unless the history or
testing suggests another possible explanation such as an allergic environmental condition (hypersensitivity pneumonitis),
sarcoidosis or we suspect a malignancy. Often mild lung inflammation responds well to well-tolerated and safe therapy.
Richard T. Meehan, MD

Q
A

What are the effects of Sjögren’s on an individual during pregnancy and post-pregnancy?

With the exception of the Ro/La antibody or phospholipid antibody issue in pregnancy, Sjögren’s by itself does not usually present problems in pregnancy. In fact,
some increased hormones, like cortisol, may decrease inflammation resulting in less joint pain and other symptoms.
Certainly, if an individual is very dry, this is an ongoing discomfort during pregnancy.
When Sjögren’s occurs with other autoimmune diseases
like SLE (lupus), the lupus process can be associated with
various increased risks in pregnancy. In contrast, individuals
with rheumatoid arthritis (RA) usually have less joint pain
during pregnancy when cortisol (a steroid) is elevated.
Ro/La antibodies can be associated with neonatal lupus and
congenital heart block. An excellent review of this topic appeared in the Summer Sjögren’s Quarterly by Jill Buyon, MD
at New York University in NY City. Brief highlights include:

• 60% of Sjögren’s patients have Ro and 40% have
La, but only 2% experience neonatal lupus or
congenital heart block
• 18% who experience congenital heart block will
experience it with the next pregnancy
Phospholipid antibody can be seen in Sjögren’s (~20%) but
is more often looked for in lupus patients or in setting of recurrent miscarriage. This antibody can be associated with miscarriages in the second trimester or blood vessel clotting problems.
I recommend all patients with known Sjögren’s know their
SSA/B and phospholipid antibody status prior to conceiving
continued page 10 t
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“SICCA” continued from page 9 t

Q
A

My eye doctor feels I can reduce my Restasis
use to once a day because my eyes are free
of inflammation. Is that in compliance with the
normally prescribed dose? Also, a person in my
support group has been told by her doctor that
she can use Restasis up to four (4) times a day.
Is this safe?

These are excellent questions, and although there are
not simple answers, there are many options available.
When Restasis® received FDA approval late in 2002, the
clinical studies were for six months. There was uncertainty
as to how to prescribe Restasis® beyond that time period.
For quite some time, an accepted standard of care was to
use Restasis® twice-a-day for six months and then reduce it
to once-a-day or twice every-other day. Recent studies have
shown that Restasis® is safe and effective for long-term use,
so many doctors now keep patients (especially those with
conditions like Sjögren’s) on a twice a day regimen, while
other doctors still modify treatment after six months to a
once-a-day plan. On an individual basis, your signs (what
your doctor sees during an evaluation) and symptoms (what
you feel) will help to determine the best ongoing course for
you.
Current trends in dry eye treatment involve treating inflammation of the surface cells on the eye as well as the glands that
help to produce part of the tears. As such, a long-term treatment plan is typically best. When someone stops using Restasis®, the benefits do continue for quite a while after cessation
of treatment. However, over time, it is possible that inflammation may recur and symptoms may return. In light of its minimal side-effects, ongoing long-term treatment with Restasis®
is safe and effective, particularly for Sjögren’s patients.
While the recommended dosing is twice-a-day, some patients benefit from and tolerate more frequent dosing. As
is true with many medications, other dosing and uses for
the drug are found over time. These are referred to as “off
label”use. Your doctor may find that alternative dosing is indicated or that Restasis® might be helpful for other conditions
(such as some forms of allergic conjunctivitis). Restasis® has
some anti-inflammatory characteristics, but since it is not a
steroid, frequent and/or long-term use has been found to be
effective for many patients. n
Stephen Cohen, OD

Become an

• There are no gains without pains.
• At the working man’s house hunger looks in but dares not enter. • Industry pays debts while despair increases
them. • Diligence is the mother of good luck. • God gives all things to industry. • Plough deep while sluggards sleep
and you shall have corn to sell and to keep. • Work while it is called today for you know not how much you may
be hindered tomorrow. • One today is worth two tomorrows. • Have you something to do tomorrow? Do it today.
• If you were a servant would you not be ashamed that a good master should catch you idle? Then if you are
your own master be ashamed to catch yourself idle. • Trouble springs from idleness and grievous toil from needless
ease. • Industry gives comfort and plenty and respect. • Keep thy shop and thy shop will keep thee. • If you would
have your business done, go; if not, send. • Want of care does us more damage than want of knowledge. • Not to
oversee workmen is to leave them your purse open. • If you would have a faithful servant and one that you like –
serve yourself. • If you would be wealthy think of saving as well as getting: • The Indies have not made Spain rich
because her outgoes are greater than her incomes. • Women and wine, game and deceit make the wealth small
and the wants great. • Many estates are spent in the getting, Since women for tea forsook spinning and knitting,
And men for punch forsook hewing and splitting. • What maintains one vice would bring up two children. • Fools
make feasts and wise men eat them. • Who dainties love shall beggars prove. • You may think, perhaps, that a little
tea, or a little punch now and then, diet a little more costly, clothes a little finer, and a little more entertainment
now and then can be no great matter but remember what Poor Richard says “Many a little makes a mickle; beware
of little expense for a small leak will sink a great ship.” • Buy what thou has no need of and ere long thou shall
sell thy necessaries. • Silks and satins, scarlet and velvets have put out the kitchen fire. • A child and a fool imagine
twenty shillings and twenty years can never be spent. • To be humble to superiors is duty, to equals courtesy, to
inferiors nobleness. • After crosses and losses – Men grow humbler and wiser. • The proud hate pride --- in others.
• Pride dines on Vanity, sups on Contempt. • Pride breakfasted with Plenty – Dined with poverty – Supped with
Infamy. • Blame-all and Praise-all are two blockheads. • Experience keeps a dear school, but fools will learn in no
other, and scarce in that. • It is ill-manners to silence a fool and cruelty to let him go on. • The wise man draws more
advantage from his enemies than the fool from his friends. • A learned blockhead is a greater blockhead than an
ignorant one. • The learned fool writes his nonsense in better languages than the unlearned; but still it is nonsense.
• When befriended, remember it; When you befriend, forget it. • He that lives upon hope will die fasting. • He
that has a trade has an estate. • The noblest question in the world is – What good may I do in it? • Sell not virtue
to purchase wealth – nor liberty to purchase power. • Nothing brings more pain than too much pleasure; nothing
more bondage than too much liberty. • Wink at small faults; remember thou hast great ones. • Each year one
vicious habit rooted out, In time might make the worst man good throughout. • Hear no ill of a friend, nor speak
any of an enemy. • Many a man thinks he is buying pleasure when he is really selling himself a slave to it. • Having
been poor is no shame; but being ashamed of it is. • ‘Tis hard but glorious to be poor and honest. • Meanness is the
parent of insolence. • The busy man has few idle visitors; to the boiling pot the flies come not. • If you would reap
praise you must sow the seeds, Gentle words and useful deeds. • Anger is never without a reason but seldom with
a good one. • Virtue and a trade are a child’s best portion. • Love your neighbor – Yet don’t pull down your hedge.
• He that does what he should not shall feel what he would not. • The honest man takes pains and then enjoys
pleasures; The knave takes pleasures and then suffers pains. • What you would seem to be, be really. • Necessity
never made a good bargain. • The heart of a fool is in his mouth, but the mouth of a wise man is in his heart. •
Tricks and treachery are the practice of fools that have not wit enough to be honest. • Drink does not drown care,
but waters it, and makes it grow fast. • Three good meals a day is bad living. • Here comes the orator! With his
flood of words and his drop of reason. • He that speaks much is much mistaken. • Proclaim not all thou knoweth, all
thou owest, all thou hast, nor all thou canst. • Words may shew a man’s wit but actions his meaning. • A great talker
may be no fool but he is one that relies on him. • He that lies down with dogs shall rise up with fleas. • All things
are easy to industry, All things are difficult to sloth. • Take this remark from Richard poor and lame, Whatever is
begun in anger ends in shame. • Be slow in choosing a friend, slower in changing. • The sun never repents of the
good he does, nor does he ever demand recompense. • If what most men admire they would despise, It would look
as if mankind were growing wise. • He that would live in peace and ease Must not speak all he knows nor judge
all he sees. • Think of three things: Whence you came, Where you are going, And to whom you must account. •
©2008
Being ignorant is not so much a shame as being unwilling to learn. • Be civil to all serviceable to many familiar
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with few, friend to one, enemy to none. • Love your enemies for they tell you your faults. • Be always ashamed to
catch thyself idle. • Fear to do evil and you need fear nothing else. • Good sense and learning may esteem obtain,
• Humor and wit a laugh, if rightly taken; • Fair virtue admiration may impart; • But tis good-nature only wins the
heart. • It moulds the body to an easy grace, • And brightens every feature of the face; • It smooths the unpolished
tongue with eloquence, • And adds persuasion to the finest sense. • Who is strong? • He that can conquer his bad
habits. • Who is rich? • He that rejoices in his portion. • Wish not so much to live long as to live well. • For ageALIG-071_halfpagead-M1.indd
and
1
want save while you may; • No morning sun lasts a whole day. • If you would not be forgotten • As soon as you are
dead and rotten, • Either write things worth reading • Or do things worth writing. • Youth is pert and positive, Numoisyn
•
Liquid
Age modest and doubting; So ears of corn when young and bright, stand bold upright, But hang their heads when
weighty, full and ripe. • Kings have long arms, but Misfortune longer, Let none think themselves out of her reach.
Prescribing Information
• Ah simple man! • When a boy two precious jewels were given thee, Time and good advice, • One thou has lost
and the other thrown away. • Lend money to an enemy and you will gain him, to a friend and you will lose him.
Ingredients: Water, sorbitol, linseed (flaxseed) extract, Chondrus crispus, methylparaben, sodium
• Beware of little expenses, a small leak will sink a great ship. • When prosperity was well mounted, she let go the
benzoate, potassium sorbate, dipotassium phosphate, propylparaben.
bridle, and soon came tumbling out of the saddle. • There are three faithful friends --- An old wife, an old dog, and
ready money. • Bargaining has neither friends nor relations. • He that is of the opinion money will do everything •
How Supplied: 30 mL per bottle or 300 mL per bottle.
may well be suspected of doing everything for money. • Wealth is not his that has it, but his that enjoys it. • Many
have quarreled about religion that never practiced it. • Marry above thy match and you will get a master. • When
Therapeutic Group: Numoisyn Liquid is an oral solution formulated for the relief of chronic and temprary
there is marriage without love, • there will be love without marriage. • Keep your eyes wide open before marriage,
half shut afterwards. • You can bear your own faults and why not a fault in your wife? • Fine linen, girls and gold
xerostomia (dry mouth), which may be a result of disease, medication, oncology therapy, stress, or aging.
so bright choose not to take by candle-light. • The way to be safe is never to be secure. • Dally not with other folk’s
women or money. • Visits should be short, like a winters day, Lest you are too troublesome hasten away. • Hunger
Indications: Numoisyn Liquid is indicated for the treatment of symptoms of dry mouth. Numoisyn
never saw bad bread. • Beware of meat twice boiled And of an old foe reconciled. • Fish and visitors stink in three
Liquid relieves the symptoms of dry mouth by enhancing swallowing, improving speech mechanics, and
days. • None preaches better than the ant, and she says nothing. • He that composes himself is wiser than he that
lubricating the oral cavity like natural saliva. Numoisyn Liquid may be used to replace natural saliva
composes books. • I never saw an oft-transplanted tree, • nor yet an oft-removed family, • That throve so well as
those • that settled be. • Who has deceived thee as often as thyself? • None but the well-bred man knows how to
when salivary glands are damaged or not functioning. The viscosity is similar to that of natural saliva.
confess a fault • or acknowledge himself in an error. • Trust thyself • and another shall not betray thee. • Woulds’t
thou confound thy enemy, • be good thyself. • What signifies knowing the names if you know not the natures of
Contraindications: Numoisyn Liquid are contraindicated in patients with a known history of
things? • Glass, China and Reputation are easily cracked and never well mended. • He that best understands the
hypersensitivity to any of the ingredients.
world, least likes it. • Most people return small favors, acknowledge middling ones, and repay great ones with
ingratitude. • Sudden power is apt to be insolent, sudden liberty saucy, that balances best which has grown graduSpecial Precautions for Use: As Numoisyn Liquid contains linseed (flaxseed) extract, patients with
ally. • The discontented man finds no easy chair. • Little rogues easily become great ones. • Where sense is wanting everything is wanting. • The wolf sheds his coat once a year, his disposition never. • Vain-glory flowereth but
irritable bowel syndrome or diverticular disease or those on a high linseed diet may experience
beareth no fruit. • Silence is not always a sign of wisdom – but babbling is ever a mark of folly. • How few there
abdominal discomfort.
are who have courage enough to own their faults, or resolution enough to mend them. • An open
foe may prove a curse but a pretended friend is worse. • In success be moderate. • Humility makes great
Warning: Federal law restricts Numoisyn Liquid to sale by, or on the order of, a physician or properly
men twice honourable. • Blessed is he who expects nothing – for he shall never be disappointed. • Success
has ruined many a man. • Always taking out of the meal tub and never putting in, soon comes to the
licensed practitioner.
bottom. • When the well is dry --- they know the worth of water. • If you will not hear and obey reason
Interactions: There are no known interactions between Numoisyn Liquid and any medicinal or
she will surely rap your knuckles. • A countryman between two lawyers is like a fish between two cats.

Works fast...and lasts.

Awareness Ambassador!

Printer, Ambassador, Philosopher… American

Nancy L. Carteron, MD

Help Make a
Difference…
Poor Richard’s Almanac

For Xerostomia

Over four million Americans are estimated to

Ask your physician to
prescribe Numoisyn today!

have Sjögren’s, yet fewer than one million
have been diagnosed!

Benjamin Franklin

and visit their rheumatologist and consult a high-risk OB.
An individual plan for follow-up during pregnancy is then
developed. Staying well-hydrated and practicing balanced
nutrition, exercise and stress reduction also make sense for
mom and baby.

Help the Sjögren's Syndrome Foundation raise
awareness in local communities all over the

country by becoming an Awareness Ambassador.

If you are interested in learning more about this exciting

www.alignpharma.com

program, contact us today and add your voice and
donate your time to our awareness campaign!

ALIGN Pharmaceuticals

Customer Service: 908-834-0960
All rights reserved.
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Please contact Kathy Ivory:

Numoisyn Lozenges

800-475-6473 ext. 213 or kivory@sjogrens.org

Prescribing Information

Answers to Brain Excercises
Right Brain Answer:
Letting go of our spatial
mental assumptions allows
us to “connect the dots.”
v/ f 9 4 1 . 5 3 1 . 7 2 8 0
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other products.
Directions for Use: Shake bottle well. Take 2 mL (about 1/2 teaspoon) of Numoisyn Liquid and rinse
around in the mouth before swallowing. Use as needed.
Side Effects: Patients may experience difficulty in swallowing, altered speech, and changes in taste.
If side effects persist or become severe, patients should contact a physician.
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Ingredients: Sorbitol (0.3 g per lozenge), polyethylene glycol, malic acid, sodium citrate,
calcium phosphate dibasic, hydrogenated cottonseed oil, citric acid, magnesium stearate,
and silicon dioxide.
Pharmaceutical Form: Oral lozenge
Contents: 100 lozenges per bottle. Net weight of 40 g (0.4 g per lozenge).
Therapeutic Group: Numoisyn Lozenges are oral lozenges formulated to promote lubrication
of oral mucosa that may be dry due to a variety of circumstances, including medication,
chemotherapy or radiotherapy, Sj˙ȯgren’s syndrome, or oral inflammation.
Indications: Numoisyn Lozenges are indicated for the treatment of xerostomia (dry mouth).
Numoisyn Lozenges provide temporary relief of dry mouth due to damaged salivary function.
Numoisyn Lozenges are formulated to support the natural protection of teeth provided by saliva
so that no damage occurs to teeth with repeated use of the lozenges.
Contraindications: Numoisyn Lozenges are contraindicated in patients with fructose intolerance
or a known history of hypersensitivity to any of the ingredients.
Warning: Federal law restricts Numoisyn Lozenges to sale by, or on the order of, a physician or
properly licensed practitioner.
Interactions: There are no known interactions between Numoisyn Lozenges and any medicinal or
other products.
Directions for Use: Let one Numoisyn Lozenge dissolve slowly in the mouth when needed.
To obtain optimal effect, move the lozenge around in the mouth. Repeat as necessary. Do not
exceed 16 lozenges in 24 hours.

Storage: Store at room temperature. Do not refrigerate. Use within 3 months of first opening.
KEEP OUT OF REACH OF CHILDREN.

Side Effects: Excessive consumption can cause minor digestive problems.

Please Note: Numoisyn Liquid is translucent and may contain some natural particles that do no
affect the quality of the product.

Overdose: No overdoses have been reported to date.

Distributed by
ALIGN Pharmaceuticals, LLC
Berkeley Heights, NJ 07922 USA

Distributed by
ALIGN Pharmaceuticals, LLC
Berkeley Heights, NJ 07922 USA

www.alignpharma.com

Storage: Store at room temperature. KEEP OUT OF REACH OF CHILDREN.

Manufactured in Italy under license from
Sinclair Pharmaceuticals Ltd.
Godalming, Surrey GU7 1XW UK

Manufactured in Italy under license from
Sinclair Pharmaceuticals Ltd.
Godalming, Surrey GU7 1XW UK

Left Brain Answer:
‘Braking’ becomes ‘Breaking’
when you add the letter ‘E.’

Printed in USA.

1/21/09

www.alignpharma.com
©2009 ALIGN Pharmaceuticals, LLC All rights reserved.

©2009 ALIGN Pharmaceuticals, LLC All rights reserved.
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The Memory Bible:
An Innovative Strategy for Keeping Your Brain Young
by Gary Small, MD
Brain Exercise
In his book, The Memory Bible, Dr. Gary Small recommends we practice a form of “mental aerobics” as a way to stimulate our brains without stressing them.
In the book there are several pages of varying levels of mental aerobic exercises that
help stimulate either the left or right side of your brain or both sides.
The left side of your brain tends to handle more of the logical analysis as well as
mathematics, reading, writing and speech. The right side of your brain handles more
spatial relationships (e.g. reading maps or doing puzzles) and other more artistic
abilities.
Below are two examples of intermediate exercises, one for the left side of your brain and the other
for the right side. (Answers can be found on page 10.)
Right Brain Exercise:
Look at the dots on the left. Without lifting your pencil, draw four straight connected lines through all nine
dots, only going through each dot once.
Left Brain Exercise
Can you think of a word that begins with the letters ‘BR,’ and when you add the letter ‘E’ after those letters,
it creates a new word that sounds the same as the original?

NonMember
Price

Member
Price

$16.00

$13.00

These books can be purchased using the order form below, online at
www.sjogrens.org or by contacting the Sjögren’s Syndrome Foundation office at (800) 475-6473.
The Memory Bible: An Innovative Strategy for Keeping Your Brain Young
Maryland Residents add 5% sales tax
Shipping and Handling: U.S. 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

Qty

In Memory of Billie Margaret Wagner
John & Beth Morrison
In Memory of Carol Friess
Kenneth & Joni Lahmann
In Memory of Diane Weiner
Evan & Leslie Langbein
In Memory of Gladys Beach
Charlotte Beach Hankins
In Memory of Isabel “Babe” Daldos
Shari Robertson
In Memory of Joan Elizabeth
Andy Burish & The Burish Group
In Memory of Joan Pientka
Jim & Susan Hill
Dora & Ari Zuniga
In Memory of Josh Hansen
Sandy Lapin
In Memory of Kathleen Koski
Nancy Menefee
In Memory of Mary Case
James & Sondra Foy
Rose Meise
Sandy Coleman
Betty Johnston
Mr. & Mrs. Baxter Breaux
Doris Fischer
In Memory of Tillie Zaid
Sandy & Bob Leon

Amount

sip for

Walking to raise awareness and
understanding. Let’s all take
a step to a better tomorrow.
Contact Sjögren’s Syndrome Foundation at
800-475-6473 and get information on hosting
your own Walkabout.

Legacy of Hope
Sjögren’s Syndrome Foundation

Total Amount

a fine water
tasting event

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

In Honor of Barbara Hyler
Jo Ludwig
In Honor of Betsy Hixon
Andrew Hixon
In Honor of Louise Hillery
The Family of Tom Spofford
In Honor of Our Mom - Catharine Claiborne
Jaka, Yvie & Kaizer Claiborne
In Honor of The 71st Birthday of Jackie Hill
Michael Hill
In Honor of The Birthday of Dr. Steven Carsons
Lynn-Anne & Stuart Spitzer

Zip __________________________

Telephone ______________________________ E-Mail ______________________________________________________

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

CC Security Code_ ___________

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

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

Space is limited. Please register early!

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

2011 SSF National
Patient Conference

2 0 1 1 N a t i o n a l P a t i e n t C On f e r e nc e
R e s t o n , v i r g i nI a — Ap r i l 1 – 2 , 2 0 1 1

1

“Your Passport
To Learning”

ATTENDEE – complete for each registrant
Attendee Name(s) _ _____________________________________________________________________________
Attendee Name(s) _ _____________________________________________________________________________
Street Address _ ________________________________________________________________________________
City ________________________________________ State _ _______________ Zip ________________________

April 1-2, 2011
Hyatt Regency Reston
Reston, Virginia

Telephone ______________________________________ E-mail _____________________________________________________

2
3

FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 7, 2011)
March 7th and before
SSF Members & Guests
$165 per person
Non-Members
$190 per person

March 8th and after
$185 per person
$210 per person

TOTAL:

PAYMENT – Mail to SSF, c/o BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415

As a Sjögren’s patient, it’s easy to feel confused or overwhelmed by the abundance of information available about the illness and how it affects your
body. But here is Your Passport to Learning for an educational journey to take control of your health and day-to-day living by learning from the best
minds dealing with Sjögren’s. This April, join fellow Sjögren’s patients and their family members as well as healthcare professionals and other experts
who specialize in Sjögren’s at the 2011 SSF National Patient Conference in Reston, Virginia (just outside of Washington, DC).
SSF programs are the best Sjögren’s patient education opportunities in the country. They have helped thousands gain a better understanding of Sjögren’s
and will help you, too. This two-day event will feature an array of presentations from the country’s leading Sjögren’s experts – physicians, dentists, eye
care providers, and researchers – who will help you understand how to manage all key aspects of your disease. Presentation topics will include:
Overview of Sjögren’s Syndrome

Neurological Manifestations

OB-GYN Issues and Sjögren’s

Vitamin D Deficiency in Autoimmune Disease

Lung Complications

Sjögren’s Survival: A Patient Perspective

Dry Eye and Dry Mouth Issues

Overlapping Major Connective Tissue Diseases

How to Find a Healthcare Professional
Aching Joints, Fatigue and Sjögren’s

Research Update

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________________

• Refund requests must be made in writing. Registrants whose written requests are received by March 18th will receive a 75% refund. After
that time, we are sorry that no refunds can be made.
• Dietary Requests: Unfortunately, we cannot accommodate all special dietary requirements. We can accommodate vegetarian or gluten-free
dietary requests. If you require a vegetarian or gluten-free meal option, please contact Stephanie Bonner at the SSF office (800-475-6473
ext. 210) by March 23rd.
• A limited number of rooms are available at the Hyatt Regency Reston (1800 Presidents Street, Reston, Virginia 22090) at the SSF rate of
$129 per night plus tax if reservations are made by March 8, 2011. Call the toll-free hotel reservation number at 888-421-1442 or call the
Hyatt Regency Reston directly at 703-709-1234 and refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.
• The Hyatt Regency Reston provides a complimentary shuttle service to/from the Dulles International Airport.

So this April 1-2, we invite you to pick up Your Passport to Learning and experience an amazing opportunity to heighten your understanding of
Sjögren’s at the 2011 National Patient Conference in Reston, Virginia!

Call 1-800-475-6473 or visit www.sjogrens.org today to receive the latest information.

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

The Moisture Seekers
Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817
Phone: 800-475-6473
Fax: 301-530-4415

Spring 2011 Sjögren’s Syndrome Foundation Special Event Calendar
The SSF is very excited for all of our events coming this Spring. Look at
our special event calendar below to see if there is a Walkabout or Sip for
Sjögren’s coming to your area.

February

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

May

12

Sarasota–Bradenton Walkabout
DeSoto Square Mall, Bradenton, Florida

13

Orlando Walkabout
Waterford Lakes Town Center, Orlando, Florida

10

Sip for Sjögren’s – Harrisburg
West Shore Country Club, Harrisburg, Pennsylvania

26

Phoenix Walkabout
Paradise Valley Mall, Phoenix, Arizona

18

Sip for Sjögren’s – Akron
Mustard Seed Market & Cafe, Akron, Ohio

11

Denver Area Walkabout
Denver Zoo, Denver, Colorado

April

7

Philadelphia Walkabout
Philadelphia Zoo, Philadelphia, Pennsyvania

June

1&2
2

National Patient Conference
Hyatt Regency Reston, Reston, Virginia
GWR Walkabout – Reston
Reston Town Center at the Reston Hyatt,
Reston, Virginia

To Be Announced
		

Dallas Walkabout

10

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

		

Detroit Walkabout

		

Long Island Walkabout

30

Team Sjögren’s – Nashville Country
Music Marathon
Nashville, Tennessee

		

San Antonio Walkabout

		

Sip for Sjögren’s – San Diego

sip for
a fine water
tasting event

