Volume 30, Issue 5

May 2012

SSF goes to Capitol Hill

O

n Wednesday, April 25, 2012, Steven Taylor, SSF CEO, testified before
the Subcommittee on Oversight of the House Committee on Ways and
Means hearing about the Impact of Limitations on the purchase of Overthe-Counter (OTC) medications with the Use of Tax-Advantage Accounts, such
as health care Flexible Spending Arrangements (FSAs), Health Savings Accounts
(HSAs) and Health Reimbursement Accounts (HRAs).

Taylor was one of five witnesses who were invited to testify. As the only
patient group represented, Taylor spoke about how Sjögren’s patients largely
depend on the use of OTC drugs and products to both treat their disease and
prevent devastating complications:
The cost is untenable for patients and their families, as OTC treatments are
not covered by insurance, are not tax deductible and are no longer even covered
under Health Saving plans without obtaining a prescription. With so many
OTC products needed for treatment, having to go to a physician
or dentist for a prescription for each and every one presents
an undue burden, said Taylor.
continued page 2 t

The Role of Sleep Disorders
in Sjögren’s Disease
by Steven Mandel, MD, Professor of Neurology, Alan R. Taylor, PA-C and Ramon Manon-Espaillat, MD, MA, Clinical Professor of Neurology, Epilepsy, Sleep Medicine, Clinical Neurophysiology and Electrodiagnostic Medicine, Thomas Jefferson University, Jefferson Medical
College, Philadelphia, Pennsylvania

S

leep disturbances are a common problem in patients with Sjögren’s syndrome
(SS) and reported in 75% of patients (Tishler et al). This includes insomnia,
daytime sleepiness and fatigue, nocturnal pain, and symptoms of restless legs.
Sjögren’s patients complain of significantly more daytime sleepiness and fatigue and
not feeling rested during the daytime. Sleep studies in patients with Sjögren’s have
often shown increased sleep latency, frequent nocturnal awakenings, decreased sleep
efficiency, frequent arousals, periodic leg movements and intrusion of alpha waves
during slow wave sleep (alpha intrusion). Sleep apnea appears not to be a major problem in Sjögren’s patients.
continued page 4 t

In This Issue 3 Financial Planning 7 Brain Fog Q&A 9 Fatigue Fighters 11 I Stood Up 15 Breakthrough Bullet

2

May 2012 / The Moisture Seekers

“Capitol Hill” continued from page 1 t

Founded by
Elaine K. Harris in 1983

Board of Directors
Chairman of the Board
Lynn M. Petruzzi, RN, MSN
Chairman-Elect
S. Lance Forstot, MD
Treasurer
Kathryn L. McCarren
Secretary
Fred R. Fernandez
Estrella Bibbey
Michael T. Brennan, DDS, MHS
Pamela S. Brown
Steven E. Carsons, MD
Nancy L. Carteron, MD, FACR
Stephen Cohen, OD
Peter C. Donshik, MD
Kenneth Economou
Denise Faustman, MD, PhD
Theresa Lawrence Ford, MD
Mary W. McNeil
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 Pinto, 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

e-mail: tms@sjogrens.org
www.sjogrens.org

To fully show the impact of how the cost of OTC products affect Sjögren’s
patients, the SSF sent an email out to members asking them to submit
personal stories about how it has impacted their lives. Within 4 hours of the
email request, we received more than 40 stories. Within 48 hours, we received 141 stories representing 26 states. Those who responded stated that
they spend anywhere from $2,000 to $4,700 a year on medically-necessary
OTC items to treat their disease. Taylor read a few excerpts from the submitted stories at the hearing and submitted others in written testimony.
Approximately 33 million Americans are in FSAs, and 11.4 million are
enrolled in HSAs. Contributions to and distributions from these accounts are
generally tax-exempt and may be used for unreimbursed medical expenses such
as deductibles and co-payments. Until 2011, these account holders could use
their tax-free savings to purchase OTC medication without a prescription.
However, recent changes to the tax code modified the definition of qualified medical expenses, generally prohibiting the use of these account funds
for medications not prescribed by a health care provider. As a result, Americans must now purchase non-prescribed OTC medications with after-tax
dollars, resulting in a tax increase.
A physician from the American Osteopathic Association in Kansas testified
that the requirement of a prescription for OTC medications would impose
an unreasonable administrative burden, resulting in longer wait-times for
appointments and increased health care costs. In questioning, Taylor agreed
that requiring a prescription for OTC medications, which by definition do
not need a prescription, would cause Sjögren’s patients to spend more time at
doctor appointments, causing a cost increase.
Awareness comes in all forms and the SSF is dedicated to making advocacy
that will improve the lives of Sjögrens patients a priority. The SSF was proud
to represent the millions of Sjögrens patients in America and continues to
be a presence on Capitol Hill. It was incredible to see how many members
responded when we requested help with this initiative, emphasizing the need
for the SSF to voice our position to Congress. The hearing marked a great day
for the Foundation and showed that, together, we can make a difference and
change the face of Sjögren’s. n

Donate Your Old Vehicle
Call us today for
more information.

800-475-6473
The Moisture Seekers® Newsletter is published by the Sjögren’s Syndrome Foundation Inc., 6707 Democracy
Blvd., Ste 325; Bethesda, MD 20817. Copyright ©2012 Sjögren’s Syndrome Foundation Inc. ISSN 0899-637.
DISCLAIMER: The Sjögren’s Syndrome Foundation Inc. in no way endorses any of the medications, treatments, or products mentioned in advertisements or articles. This newsletter is for informational purposes
only. Readers are advised to discuss any research news, drugs, treatments or products mentioned herein
with their health care providers.
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Financial Planning:
The Basics for
Sjögren’s Patients

H

ere’s the good news and bad news: The bad news is that you have been
diagnosed with Sjögren’s syndrome, a chronic and occasionally disabling
autoimmune disease. The good news is that Sjögren’s syndrome is often
mild and may develop slowly. This should allow you plenty of time to organize your
finances in order to deal with having a health concern and the possibility, however
remote, that some day you might be unable to work. What kind of steps can you take
now to keep your finances healthy?

Credit card debt
Your very first priority should be to pay off all high-interest credit card debt. The
interest paid on that debt, which can exceed 15%, is wasted money that could be
devoted to its highest and best use: your savings.
Emergency fund
Your next priority should be to save for an emergency fund. Everyone needs a stash of cash
to be used for any of life’s unexpected events. Those with a health concern are particularly
in need of such a fund in case they have major medical expenses or have to take unpaid time
off from work. Set aside at least enough money to meet six months of living expenses.
For many people, saving this amount of money for something as intangible as an emergency fund is akin to climbing Mt. Everest — a seemingly insurmountable challenge. Try to take
motivation from the sense of security and accomplishment you will feel upon attaining this
goal. Scrutinize ruthlessly each of your current expenditures to reduce or eliminate them.
Cash saved should then be invested in short-term liquid assets like a bank savings account
where it’s easy to access if needed.
Retirement accounts
Evaluate all of your retirement account options. After you have an emergency fund solidly
in place, make your next priority your employer’s 401(k), making contributions up to the
maximum of your employer’s matching contributions. If you’re eligible for a Roth individual
retirement account, your next priority should be to fund this account.
A Roth IRA provides a great deal of flexibility which will serve you well in time of need.
Unlike a traditional IRA, the Roth IRA is funded with after-tax dollars. Accordingly, you can
withdraw the amount of your original contributions to a Roth IRA at any time, for any reason,
without paying taxes or penalties. Also, unlike a traditional IRA, earnings on Roth contributions
are tax exempt; in other words, they escape taxation altogether if withdrawn according to the
rules. Withdrawing earnings from a Roth IRA before age 59½ will usually trigger a 10% earlywithdrawal penalty and taxes on the earnings. This penalty is waived, however, if you use the
money to pay for unreimbursed medical expenses that exceed 7.5% of your adjusted gross income and you have had the account for over five years. You won’t owe taxes or penalties on your
continued page 10 t
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“Sleep” continued from page 1 t

sleep” as well as sleep deficiency, defined as need for sleep
versus actual sleeping time. RA patients with secondary
Sjögren’s took significantly longer to fall asleep compared
to RA patients without secondary Sjögren’s. And, pSS patients had significantly more trouble initiating and maintaining sleep than RA patients. Frequent awakening in the
Causes of Sleep Disturbance in Sjögren’s
pSS patients was attributed to pain, headache, shortness
Sleep disturbances may be related to physical as well
of breath, palpitations and sweating and difficulties initiatas psychological factors.
ing sleep to muscular tension, RLS and anxiety.
The cause of insomnia is multifactorial and includes
Inflammation common in Sjögren’s patients may exaccomorbid anxiety, depression, and pain.
erbate sleep disturbance. It is well noted that cytokines
Other causes of poor sleep in patients with Sjögren’s
may play an important role in sleep disorders. Furtherinclude joint pain, muscle stiffness and discomfort, sicca more, psychiatric abnormalities also have been reported.
symptoms and nocturia. Dry mouth and dry eye can inter- In an article on sleep disturbances associated with
rupt sleep, causing patients to awaken to alleviate these
primary Sjögrens syndrome, it is noted that psychiatric
symptoms. Sipping water throughout the night also leads morbidity and personality disorders have frequently been
to more frequent awakening for trips to the bathroom.
investigated in autoimmune disorders.
The peripheral nervous system (PNS) is affected in
Abnormalities seen with Sjögren’s can be varied and
many Sjögren’s patients and can result in pain which in
subtle, making it difficult to determine the exact cause
turn can contribute to sleep difficulties. The reverse can
or causes of sleep disturbance. There may be subclinical
be true as well, as PNS pain may be related to sleep disvariances of sleep disorder as well.
turbances including myalgias, arthralgias and other small
Clinical Evaluation
fiber pain sensation. In addition, central nervous system
The evaluation of sleep disorders in Sjögren’s starts
involvement both focal and diffuse has been established in
primary Sjögren’s and may contribute to sleep difficulties. with a sleep history to include bedtime, estimated time to
fall asleep, number and causes of awakenings through the
Comorbid diseases also can impact sleep in Sjögren’s
night, final get-up time and how the patient feels early
patients. As many as 55% of SS patients also may have
upon awakening, for example, whether the patient is still
fibromyalgia (Tishler et al) which by itself is associated
tired or refreshed. The sleep history includes daytime
with sleep disturbances, particularly insomnia and alpha
sleepiness, naps and fatigue as well as discomfort in the
intrusion. Additionally, restless leg syndrome (RLS) may
cause a disruption in sleep and has been reported repeat- legs in the evenings consistent with restless leg syndrome.
After a comprehensive history is obtained, the use of
edly in Sjögren’s patients. In a brief report on rheumatological serologies in secondary restless leg syndrome, it is the Mini Sleep Questionnaire (MSQ) might be appropriate for these patients. The MSQ is a 10-item questionnoted that RLS has been reported in approximately 25%
of patients diagnosed with rheumatoid arthritis (RA) and naire that significantly helps in differentiating between
different causes of sleep disturbances and between
Sjögren’s (Ondo et al).
Specific diagnostic criteria for RLS and sleep disorders healthy controls and those who suffer from sleep disorders. An overall score is determined that defines the
in one paper on Sjögren’s (Gudbjörnsson et al) used a
severity of the sleep disturbance.
single symptom for diagnosing RLS – “Creeping sensations in the legs.” Ten patients with primary Sjögren’s who
Treatment
were not on regular medication for their disease underTreatment of sleep problems in Sjögren’s patients starts
went polysomnography and were shown to have a variety
with
identification of the most obvious causes of sleep disof sleep abnormalties. While periodic limb movements of
turbance,
such as sicca, anxiety, and depression. Attempts
sleep (PLMS) was not specifically mentioned in connecto
reduce
sicca
symptoms and obtaining treatment for
tion with these patients, they most likely did have this
disorder as PLMS often accompanies RLS. PLMS occurs anxiety and depression can be helpful. Sleep hygiene and
when sudden involuntary jerking or twitching movements cognitive behavioral therapy also may prove beneficial.
Medications such as sedating tricyclic antidepresoccur in the legs during sleep.
sants
can be used in insomnia with comorbid depression.
The same study found that when compared to both
However, these medications could aggravate restless legs,
RA patients and healthy controls, the primary Sjögren’s
patients reported significantly more incidents of “too little periodic leg movements and sicca syndrome. Non-benzoSurprisingly, little effort has been made to diagnose
and characterize sleep profile in Sjögren’s. In this article,
we will examine potential causes of sleep disturbances in
the Sjögren’s patient, clinical evaluation and treatment.

continued page 8 t

For patients with Sjögren’s syndrome

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.

Important Safety Information
What is EVOXAC?
• EVOXAC (cevimeline HCl) is a prescription medicine used to treat
symptoms of dry mouth in patients with Sjögren’s syndrome.
Who Should Not Take EVOXAC?
• You should not take EVOXAC if you have uncontrolled asthma, allergies
to EVOXAC or a condition affecting the contraction of your pupil such
as narrow-angle (angle-closure) glaucoma or inflammation of the iris.
What should I tell my Healthcare Provider?
• Tell your healthcare provider if you have any of the following conditions:
• History of heart disease;
• Controlled asthma;
• Chronic bronchitis;
• Chronic obstructive pulmonary disease (COPD);
• History of kidney stones;
• History of gallbladder stones
• Tell your healthcare provider if you are trying to become pregnant,
are already pregnant, or are breastfeeding.
• Tell your healthcare provider about all medications that you are
taking, including those you take without a prescription. It is
particularly important to tell your healthcare provider if you are
taking any heart medications especially “beta-blockers”.
• If you are older than 65, your healthcare provider may want to
monitor you more closely.

General Precautions with EVOXAC
• When taking EVOXAC use caution when driving at night or
performing other hazardous activities in reduced lighting because
EVOXAC may cause blurred vision or changes in depth perception.
• If you sweat excessively while taking EVOXAC drink extra water
and tell your health care provider, as dehydration may develop.
• The safety and effectiveness of EVOXAC in patients under 18 years
of age have not been established.
What are some possible side effects of EVOXAC?
In clinical trials, the most commonly reported side effects were
excessive sweating, headache, nausea, sinus infection, upper
respiratory infections, runny nose, and diarrhea.
You are encouraged to report negative side effects of prescription drugs
to the FDA. Visit www.FDA.gov/medwatch, or call 1-800-FDA-1088.
Please visit www.EVOXAC.com for full Product Information for EVOXAC.
For patients having difficulty affording their Daiichi Sankyo medication,
please call the Daiichi Sankyo Patient Assistance Program at
1-866-268-7327 for more information or
visit www.dsi.com/news/patientassitance.html.

•

Please see a brief summary of Important Information for EVOXAC on the next page.

1-877-437-7763
2010

DSEV10000226

2010
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Brain Fog – Q&A
by Elaine Alexander, MD, PhD, Chairman of the
SSF Medical and Scientific Advisory Board.

Q

What is
Brain Fog?

A

Brain Fog is a lay term to describe fluctuating mild
memory loss that is inappropriate for a person’s age. It
may include forgetfulness, spaciness, confusion, decreased
ability to pay attention, an inability to focus, and difficulty in
processing information. Remember that gradual cognitive decline from early adulthood is a fact of life. Brain Fog can occur in Sjögren’s syndrome (SS), but other factors also might
cause these symptoms and should be considered by you and
your doctor.

Q

What can I do
about Brain Fog?

A

Manage your lifestyle to optimize your health and
sense of well-being.
Develop a close working relationship with your doctor(s):

• Always report changes in cognition/memory and
mood (depression, anxiety).
• Make sure your physician knows about all the
prescription and OTC medications you are taking.
Especially in patients over 65-70 years of age, a
major cause of cognitive dysfunction can be side
effects of drugs and drug interactions.
• Inquire about your hormonal status, thyroid function, and blood pressure.
Additional actions:
• Rejuvenate with sufficient sleep. If after 8-9 hours
of sleep you are still tired, tell your doctor.
• Minimize stress and anxiety
• Set realistic expectations
• Plan ahead
• Take breaks throughout the day
• Learn relaxation exercises and practice them at
regular intervals
• Balance work and leisure

•
•
•
•
•
•
•
•

•
•

Let yourself laugh
Talk about feelings
Limit multi-tasking and focus on one task at a time
Reduce caffeine and alcohol
Manage effectively musculoskeletal and joint pain
Exercise regularly. Adequate physical exercise enhances cognition/memory.
Train the brain! “If you don’t use it, you will lose it.”
Boost your brain power: Continue to work into
retirement (part time), learn new skills, volunteer,
engage in social and mentally stimulating activities
and establish new friendships and relationships.
Take your body to the gym and don’t forget to visit the
“BRAIN SPA” – both will improve brain function.
Recent scientific data show that longevity is associated with the successful management of chronic
diseases such as Sjögren’s syndrome, not the absence of any disease!

Suggested reading: The Memory Bible, by Gary Small, MD,
Director of the UCLA Center on Aging, available from the
Sjögren’s Syndrome Foundation at 800-475-6473. n
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“Sleep” continued from page 4 t

diazepine agonist receptors such as Zolpidem, Zaleplon,
and Eszopiclone can be used alone or in combination
with antidepressant medications. Ramelteon, a melatonin receptor agonist, can be helpful. Benzodiazepines
such as flurazepam, temazepam, triazolam, or estazolam
can be used.
Sleep studies are only indicated if other sleep disorders such as sleep apnea, idiopathic hypersomnia, narcolepsy or periodic leg movements are suspected or if a
patient has medically refractory or unexplained insomnia.
Conclusion
Sleep disturbances of various types are associated with
Sjögren’s syndrome, making a comprehensive history
critical for the diagnosis and subsequent treatment. Use
of the Mini Sleep Questionnaire and polysomnographic
evaluations also can be useful. There may be subclinical
involvement in sleep disorders, some of the most common
of which are xerostomia, dry eye, restless leg syndrome
and fibromyalgia. Additionally, psychiatric disorders including depression and anxiety also may interrupt sleep.
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Naturally help relieve symptoms of Dry Eye.
By

The new tranquileyes Moisture Release Eyewear

(available in clear or sunglass lenses) were developed by a Board Certified Ophthalmologist and
create a moisture rich environment while your eyes are open. Experience extended relief day and night.

For a limited time, friends of the Sjogren’s syndrome foundation receive a 15% discount
off any purchase. An additional 15% of your purchase will be donated back to SSF in
support of finding a cure.

For more information or to order, visit www.eyeeco.com. Use promotional code ‘SSF’
online to receive discount or call toll free 1-888-730-7999.
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Fatigue Fighters
in Sjögren’s Syndrome
by Frederick Vivino, MD, FACR

F

atigue is one of the most prevalent and disabling symptoms of Sjögrens syndrome. Here are some tips that can help
you cope with the problem:

Work with your doctor to find a specific cause and treatment for your fatigue. The possibilities may include
systemic inflammation, poor sleep, fibromyalgia, depression, hypothyroidism, muscle inflammation or side effects of medications.
Know your limits and pace yourself. Plan to do no more than one activity on your bad days. Try to do more on
your good days, but don’t overdo it!
Listen to your body and plan to take a 20-minute time-out every few hours to help you get through your day.
Educate your friends and family about what you are going through and how the fatigue in Sjögrens syndrome
can come and go.
Develop a support system to help you with tasks. Ask friends and family members to be prepared to do one
or two chores for you on your fatigue days. Give them specific instructions in advance, and be reasonable with your
expectations.
Get at least 8 hours of sleep every night. If you wake up at night, plan extra time for sleep.
Get your body moving every day! This may help not only your fatigue but also your chronic pain, poor sleep and
depression. Start with five minutes of aerobic exercise daily (e.g. walking, biking, running, elliptical, treadmill) and
increase the duration by an additional two-to-three minutes each month up to a maximum of 25 minutes daily. If you
have a heart or lung condition, consult your doctor first.
If you are still employed, ask your employer for accommodations because you have a medical condition. Try to
work from home if possible to gain more flexibility with your work routine. Check the following resources (search
“chronic fatigue”) to get more information on work accommodations and/or career options:
• Disability and Business Technical Assistance Center (www.dbtac.vcu.edu).
• Job Accommodation Network (www.jan.wvu.edu).
• Identify the major stressors in your life, and work with a mental health professional or your support system to
minimize their impact.
For more information on Sjögren’s syndrome, visit the SSF Web site at www.sjogrens.org, call 1-800-475-6473,
e-mail ssf@sjogrens.org or write to the Sjögren’s Syndrome Foundation, 6707 Democracy Blvd, Suite 325, Bethesda,
MD 20817.
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Roth earnings if you are disabled. If you withdraw money
from a traditional IRA, the usual penalty is waived if you
are disabled or you use the money to pay medical expenses
that exceed 7.5% of your adjusted gross income. However,
you will still owe income tax on the withdrawal.
Save for retirement
Once the above steps have been taken, you can turn
your attention to saving and investing for retirement
— and retirement could come early in the event you
become unable to work. Many people, even those in
perfect health, find it hard to make ends meet once they
leave work. Income from savings can make the difference between a comfortable retirement and one that is
stressed with money worries. Unfortunately, most people
have saved very little for their retirement. Let yourself be
the exception to the rule.
We have all heard the tutorial: by simply giving up our
daily $3.00 lattes and investing that amount, we could
amass a considerable nest egg over time. With the diagnosis of a potentially disabling disease, however, a more
vigorous plan of saving should be undertaken.
The best and easiest way to generate savings over time
is to select an investment vehicle that will debit your
checking account for a specified amount each month and
make an automatic investment for you. That way you never have to remember to take action. Decide on an amount
that you can comfortably afford for the automatic deductions and pay yourself first. Then at the end of the month
take any money that is left over and invest that, too. You’ll
be amazed at how quickly your savings can grow.
Review your insurance. Insurance is your belt and
suspenders in times of medical need; be sure they are
in place. If you have company-provided health insurance, review your policy so that you know exactly what
is covered and what kinds of costs you will have in case
of illness. Find out if your employer provides disability
insurance and if so, be sure you have it. Chances are you
won’t need long-term disability, but it can provide you a
sense of security even if you do not use it. Be sure you
understand how certain company-provided benefits are
affected should you need to take a leave of absence.
Put your affairs in order. Everyone needs a will, not
just those facing medical concerns. Do you really want
someone else to decide how your assets will be distrib-
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uted if you die? If you have children, designating your
chosen legal guardian should be a priority.
You should also draw up documents designating a
power-of-attorney for finances and a power-of-attorney
for health care. These documents will give a designated
relative or friend the power to manage your finances and
make health decisions for you if you become incapacitated. Without them, your family could be required to seek
expensive legal assistance for a court order to accomplish
these things.
Consider an investment professional. Just about the
best investment advisor that anyone can have is one’s
self. Who better knows your level of comfort when it
comes to risk or your investment objectives? Educate
yourself. Resources for investment research and education are almost limitless in today’s world. Many excellent
investment websites and publications exist.
If you have done your research and still feel flummoxed, consider hiring an investment professional such
as an investment advisor or investment planner. Typically,
an investment advisor is someone who is in the business
of giving advice about securities to clients. For example,
individuals who receive compensation for giving advice on
investing in stocks, bonds or mutual funds are investment
advisors. An investment planner is someone who generally
assesses every aspect of your finances — savings, investments, insurance, taxes, retirement, and estate planning
— to help you develop a detailed strategy or financial plan
for meeting all your financial goals. Some financial planners, however, are only able to recommend a narrow range
of products for investment. Before hiring any investment
professionals, be sure to question them about their experience, licenses, products or services they can offer, and
how they are paid for their services.
Once you have secured your financial future, enjoy
your sense of security and accomplishment knowing
that you have provided for yourself in times of health
and medical need. And take heart in this statistical fact:
Sjögren’s patients actually live longer on average than
the general population. n
All statements made in this article are general in nature and
for informational purposes only. This article is not intended to
provide, nor should it be relied on, as legal or financial advice
or an actionable investment recommendation. Readers should
consult a legal or financial professional before relying upon any
content contained herein.

I Stood Up...
Homosassa, Florida

There are many ways you can stand up for Sjögren’s,
and Sandra Benko did it with a party!
Sandra, from Homosassa, Florida, decided to celebrate
her 70th birthday with a Paris-themed party while simultaneously raising awareness of Sjögren’s. She asked her
friends and family to donate to the Foundation in honor
of her birthday and at the party guests sipped mimosas for
Sjögren’s while celebrating amidst the French décor.
Sandra’s daughter, Aimie Benko, who has Sjögren’s and is an
Awareness Ambassador for the Foundation, helped her mom
with the party and ensured that everyone she met along
her way in planning the event left knowing about Sjögren’s.
Like many Sjögren’s patients who experience both good and
bad days, Aimie often needed help from family and friends
with coordinating the details and stressed that their support
made the party such a success.
The Foundation is honored that Sandra used her birthday
celebration as a way to increase awareness of Sjögren’s
and wants to thank her for standing up! Hosting your own
awareness event is a great way to let your friends, family and
community become more familiar with Sjögren’s.

Volunteer photographer
Joanne Crowley and volunteer printer Michael Buchanan sipping mimosas.
Handmade decoration for
birthday girl Sandra.

The Foundation is happy to support independent awareness activities by supplying brochures, and if you would
like to host your own event or partner with the SSF on a
Walkabout or Sip for Sjögren’s, a fine water tasting event, call
the Foundation at 1-800-475-6473. Be sure to show us how
you stood up by letting the Foundation know how the event
went and sharing your pictures! n
Birthday Cake.

Family Ronald, Aimie and Sandra Benko with
Jeff Kohn behind and granddaughter Rachel
Kohn holding champagne glass.
Ron and Sandra Benko sipping
for Sjögrens syndrome

How will you Stand Up?
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Order These Great Resources Today!
NonMember
Price

Member
Price

The Sjögren’s Book, Fourth Edition: edited by Daniel J. Wallace, MD. The 2011 edition of the Sjögren’s handbook
has been completely revised and expanded with all new chapters and the latest information on Sjögren’s.

$30

$26

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

$15

$13

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

$13

$10

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

$19

$15

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

$15

$11

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

$17

$14

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

$16

$14

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

$18

$15

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

$19

$16

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

$19

$16

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

$16

$13

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

$16

$13

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

$16

$13

Purchase a full set of last year’s Moisture Seekers newsletter Volume 29, 2011 (11 issues) as originally published.

$50

$20

Qty

Amount

Maryland Residents add 6% sales tax
Shipping and Handling:

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

Please consider an additional contribution:

o $25

o $50

o $75

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

o $100

o $250

o $500

o Other: __________

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

Total Amount

Mail to SSF, BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415
Name

_________________________________________________________________________________________________________________________________________________________

Address
City

_______________________________________________________________________________________________________________________________________________________

_________________________________________________________________________________

Telephone

________________________________________________

E-Mail

State

______________

Zip __________________________________________

________________________________________________________________________________________

o Enclosed is a check or money order (in US funds only, drawn on a US bank, net of all bank charges) payable to SSF.
o MasterCard o VISA o Discover o AmEx
Signature

Card Number

__________________________________________

________________________________________________________________________________________________________________

v/f 9 4 1 . 5 3 1 . 7 2 8 0

Final

Exp. Date

______________________

Security Code _________________

SSF_12101.07/2012

2012
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In Memory of Jeanne Erlandson
Bonnie & Steve Litton

In Honor of Elaine Harris
The John M. & Sally B. Thornton Foundation

In Memory of Marilyn Joan Molosky
Dennis & Angela George
Greg & Mary Ann Jarrett
Martin & Rachael Pelham and Fred Lennos, III, Kieran Joshi & Family
Irma Noel & Jim Rand
Thomas & Sue Schweihofer
Joseph Molosky
John & Kathryn Crimando
Michael & Christina St. Onge
Bunker, Clark, Winnell & Nuorala P.C.

In Honor of Dona Frosio
The John M. & Sally B. Thornton Foundation
In Honor of Jan Bergman
Leiba Husock
In Honor of Paula Sosin
Jean & Gershon Sosin
In Honor of Cheryl Levin
Mickey & Sharon Orr
In Honor of Carolyn Kennedy
Marion Kennedy

In Memory of Jane W. Coffey
Elizabeth Groenewold
Elizabeth Ackerman
Dennis & Margaret Franzen

In Honor of Linda Friedberg’s Birthday
Risa & David Streusand

In Memory of Joseph Mayer
Bernice Silverman

In Honor of Susan Zimmerman
Donald Rifkin

In Memory of Dr. & Mrs. Allen Shapiro’s Mother
Bernice Silverman

In Honor of The Herder Family
The Spechler Family

In Memory of Irene Seaner
Mary Lou Baratta & Family and
Mary Kalin & Family

In Honor of Colleen Herder
Jeffrey & Donna Lanning

In Memory of Jodi L. Dahl
The Pahang Family
In Memory of Helen Zeiner
Jean Mudrick
In Memory of Iris M. Santos
Gil Siman

In Honor of Yvette Gontkovsky’s Birthday
Kris, BJ, Miyah and Drew Gontkovsky
In Honor of Ali McGee Kelly
Debbie Meiners
In Honor of Kathryn Donnelly, my BFF
Your BFF, Elvira Albert

In Memory of Janet M. Schrof
Christian White

In Honor of Lynn Petruzzi, congratulations on
receiving the SSF 2012 Volunteer of the Year Award
Bobette Morgan

In Memory of Sheila Dianne Garsombke
Phyllis & Bob Newman

In Honor of Barbara G.
Gofen and Glosberg, LLC

In Memory of Joy Cox
Charles & Patsy Brooks

In Honor of Shayna Persky’s Bat Mitzvah
Deirdre Perl-Strock

In Memory of Anna Mae Chapman
The Porter Family

In Honor of Diana Campbell’s 1st Birthday
Joe Alston

In Memory of Bev Zuchelli
Kenneth & Anna Mae Smith

In Honor of Jordan Kassoff, MD
Mom & Dad

In Memory of Joan Cairncross
The John M. & Sally B. Thornton Foundation

In Honor of Kim Vaughn
Daniel & Laurie Beall
In Honor of Kathryn Brauner
Mr. & Mrs. John Richardson

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

In Honor of Myong Shipman
Shamar Smiley
In Honor of Dr. Melinda Larsen
Dr. Paul F. Agris
In Honor of Bold Blue Day
Doctor My Eyes/Stephen Cohen, OD
In Honor of Dr. Harry Spiera
Elizabeth Farishian
In Honor of Sandra Benko’s 70th Birthday
Susan & William Vircik
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Help
Others
Find an
Answer!

Become a Sjögren’s Awareness Ambassador!

O

ver four million Americans are estimated to have Sjögren’s, yet fewer than one million have been diagnosed! If
only there were more people out there to tell the undiagnosed about this disease!

Do you remember when you first heard the symptoms of Sjögren’s and realized that there is an explanation
for what your body is going through?
Maybe you first heard about Sjögren’s from your doctor or a friend or you read about it online, but the more people we
have out there spreading the word, the greater chance the undiagnosed will find an answer sooner.
This year, the SSF has launched an aggressive 5-Year Breakthrough Goal: “To shorten the time to diagnose Sjögren’s by
50% in five years!” You can help by becoming an Ambassador and increasing awareness in your local community. Each
Awareness Ambassador will be encouraged to talk with community members, local doctors, and local media outlets to
explain the connection between dryness symptoms and Sjögren’s.
If you would like to get involved but are unsure how you would accomplish any of this, do not worry: there will be
training opportunities available for all volunteers. You will only be asked to do what you are able, and remember that
every little bit helps!
If you are interested in becoming an Awareness Ambassador, contact Kathy Ivory at the Foundation office at
800-475-6473, Ext. 213 or by e-mail at kivory@sjogrens.org.
Become a Sjögren’s Awareness Ambassador and help others find an answer to their symptoms.

o YES, I am interested in becoming an Awareness Ambassador!
Name:_____________________________________________________________________________ e-mail:________________________________________________________________________
Address:__________________________________________________________________________________________
Telephone:__________________________________

Mail Form to: Sjögren’s Syndrome Foundation, Attn: Kathy Ivory,
6707 Democracy Boulevard, Suite 325, Bethesda, Maryland 20817
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May
Breakthrough
Bullet: Help Us
Reach Our
Goal!

“To shorten the time to diagnose
Sjögren’s by 50% in 5 years”

T

he 5-Year Breakthrough Goal is a HUGE initiative that the Foundation
is proud to take on but will require a lot of help. Many of you have already stepped up by becoming an Awareness Ambassador and increasing
awareness in your local community. The Awareness Ambassadors program
was created to utilize your help to distribute SSF materials in local communities throughout the country, showing the connection between dryness
symptoms and Sjögren’s.

The best way to have more doctors in your immediate area become
knowledgeable about Sjögrens is by having physicians and their offices
carry information. With more of your local physicians offering brochures, then more patients will ask questions about Sjögren’s and physicians will need to become more familiar with the topic.
The Foundation’s goal is to have 500 Ambassadors distributing information across the country, educating physicians, informing the general
public and possibly helping someone receive a correct diagnosis earlier.
Even if the 500 Ambassadors visited only one physician each, then 500
physicians would know more about Sjögren’s and their offices would
have brochures! Now imagine if each ambassador reached out to two
physicians, or three, or more!
We are off to an incredible start with over 300 ambassadors already
recruited but we still need more. We hope you will consider joining our
Awareness Ambassador program and filling one of the 200 spaces needed
for us to reach our goal. There is training available and you can work at
your own pace.
As Steven Taylor said when announcing the Breakthrough Goal, “It
will take an army to achieve our goal, but just imagine if we all band
together, how we could change the face of Sjögren’s for all patients,
present and future!”
If you would like to learn more about becoming an Awareness Ambassador, please visit the Foundation’s website, www.sjogrens.org, or contact
Kathy Ivory by calling 1-800-475-6473 x213. n

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

Join in the fun!
2012 SSF 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.

June
2

Kansas City Walkabout
Independence Center, Independence, Missouri

3

Northeast Ohio Walkabout
Oak Grove Picnic Area at Brecksville Reservation,
Brecksville, Ohio

9

Greater Washington Region Walkabout
Lake Fairfax Park, Reston, Virginia

16

Denver Area Walkabout
Denver Zoo, Denver, Colorado

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

sip for
a fine water
tasting event

