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SSF’s National Patient
Survey Reveals Significant
Physical and Emotional
Burdens of Sjögren’s

A

pril is Sjögren’s Awareness Month and to better portray the
entire patient experience, the Sjögren’s Syndrome Foundation (SSF) is using facts and figures from our recent “Living
with Sjögren’s” patient survey in our This Is Sjögren’s 2017 April Awareness Campaign. This
survey, which was conducted by Harris Poll on behalf of the SSF, gave the Foundation amazing data about
how patients’ lives are affected by Sjögren’s, what symptoms and complications patients live with and how the
disease affects their emotional and financial well-being.
For the overwhelming majority of Sjögren’s patients, coping with the disease every day, is a challenge
and limits ones ability to function at home and in the workplace, according to our survey. As patients know,
Sjögren’s is a systemic autoimmune disease that affects the entire body and affects approximately one-percent
of the U.S. population.
continued page 2 ▼

Q

My joints ache all of the time, is this because of
Sjögren’s? What can I do to alleviate the pain?

A

One of the cardinal musculoskeletal manifestations of
Sjögren’s is joint and muscle achiness. Many patients have
described this phenomenon as experiencing flu like symptoms,
despite not having the flu. Once other causes of these symptoms
are excluded (eg low thyroid; fibromyalgia) there are a number of
ways to alleviate the discomfort that range from dietary changes
to prescription medications.
A number of patients with Sjögren’s will also develop Celiac
disease, which is an allergy to gluten. Even if you do not have
continued page 8 ▼
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“SSF Reveals” continued from page 1 ▼
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Sjögren’s is often referred to as an invisible disease, one that, while
patients may experience extreme discomfort, people don’t physically see,
which leads to a misunderstanding about the seriousness of the disease.
If you break a bone and wear a cast others can see your injury and understand your limitations. But with Sjögren’s, your symptoms are not clearly
visible so not only do you have to put up with challenging, often painful, and sometimes debilitating conditions every day, but you may face
disbelief from family, friends, co-workers, and even doctors, who don’t
understand what’s wrong with you. The “Living with Sjögren’s: Summary
of Major Findings” brings to the forefront the significant quality of life
challenges faced by Sjögren’s patients.
You will find the “Living with Sjögren’s: Summary of Major Findings”
on page 4. I encourage you to share this with your family and friends to
help start a conversation about living with Sjögren’s and how it affects
you. These findings can also be found on our website at www.sjogrens.org
– under the About Sjögren’s tab! The SSF knows, that as we help others
understand the disease, the more support patients will find. And please
know that the Sjögren’s Syndrome Foundation is always fighting for you
and ensuring that the patient voice is heard! We are also committed to
accelerating the development of better diagnostic, management and
therapeutics that will have the greatest potential impact on improving the
quality of life for Sjögren’s patients.
As announced in the March issue of The Moisture Seekers, each day
in April the SSF is sharing a fact from these survey findings or other
information about the disease on our social media accounts to show:
This is Sjögren’s (#ThisIsSjögrens)! While each daily post only gives a
small glimpse into Sjögren’s, we
hope by the end of April, our 30
posts will show the complexity and
seriousness of the disease. I hope
you are following the SSF online or
will start following us now to help
increase awareness. You can link to
our social media accounts by visiting the Foundation’s website,
www.sjogrens.org, and thank you
for your support as an SSF member!
Your CEO,
Steven Taylor
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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 healthcare providers.

An In-depth Look:
Sjögren’s and Balance
Q
A

I seem to be having a lot of balance issues.
Could this be related to my Sjögren’s? Are
there any treatment options?

Poor balance is a risk factor for falling and warrants
evaluation. 20% or more of individuals with Sjögren’s
have neurological complications, many of which can impact balance. The most common is sensory neuropathy.
Even in the absence of burning or tingling, careful examination may reveal loss of sensation in the toes. In an individual with poor balance, a physician will look most closely for evidence of loss of position sense. As the physician
moves the patient’s toe up or down, an individual with
neuropathy may exhibit no awareness of the direction
of the toe. Walking in the dark or blocking ability to see
one’s path (by carrying a laundry basket down stairs, for
example) can greatly increase falling risk. Once a sensory
deficit is discovered, other causes must be sought (such
as diabetes or B12 deficiency) before the neuropathy is
ascribed to Sjögren’s. Balance training may be helpful and
behavior, which increases falling risk, should be eliminated (rushing, multitasking when walking, climbing to unprotected heights).
Other much less common neurological causes of poor
balance in Sjögren’s include inflammation of the spinal
cord (myelitis), which may result in both sensory loss and
muscle spasticity, disorders of the cerebellum and inner
ear, and autonomic neuropathy, which may result in inability to maintain blood pressure with standing.
The medication list should also be scrutinized for agents
that may impair balance by lowering blood pressure, causing sedation, or damaging peripheral nerve function. If
poor balance is present, alcohol use should be curtailed.
A consultation with a neurologist is advised because
detailed evaluation of all portions of the nervous system
may identify one of the less common causes of poor balance. Nerve conduction studies, MRI imaging of the
brain and spinal cord, testing of inner ear function, and,
rarely, examination of spinal fluid may be warranted. In

instances of progressive sensory loss, immunosuppressive therapy with steroids or other agents, or intravenous immunoglobulin may be advised. Everyone with
balance disorders should carefully evaluate the home
environment to minimize falling risk. If there is a history
of repeated falling, routine use of hip protectors should
be considered and osteoporosis, if present, treated to
minimize risk of fracture.
Lee Shapiro, MD, Albany, NY

Q

My provider recommended balance therapy.
What is involved and how effective is it?

A

Balance therapy is most typically provided by a Physical Therapist and can encompass a variety of treatment approaches depending on what is causing the loss of
balance. A thorough assessment by your Physical Therapist
can help to determine which treatments would be most
effective. Balance therapy is used to reduce frequent falls,
stumbling, vertigo, lightheadedness, difficulty walking
steadily on level or uneven surfaces and motion sickness.
Balance is quite complex. There are 3 major systems
in our bodies that constantly send balance information
to the brain to be processed. Likewise, the brain is constantly receiving and processing this information and
then sending a split second response to the body to tell
it how to react and maintain balance. The first system is
the Vision System. Vision is used to send the brain information about our surroundings. For example, if you are
about to climb a flight of stairs, the vision system sends
information to the brain to help prepare to position the
body accordingly so that the foot is lifted higher to clear
the step and weight is shifted to the opposite leg. Regular
eye exams and using your prescribed glasses and contacts
continued page 10 ▼

ey

ina).
or

and

ed

will

drome
g been
atients
iduals
ble to

ess for
million

rd

4

April 2017 / The Moisture Seekers

LIVING WITH

SJ GREN'S

Summary of Major Findings

Living with Sjögren’s was conducted by Harris Poll on behalf of the Sjögren’s Syndrome Foundation (SSF), the only
non-profit organization focused on increasing research, education and awareness for Sjögren’s, an autoimmune
disease that affects the entire body. The purpose of the survey was to gain an understanding from adults ages 18 and
older who have been diagnosed with Sjögren’s about the physical, emotional and financial impact of the disease on
their lives.

Sjögren’s Survey Patient Demographic Profile
The vast majority (96%) of Sjögren’s patients who completed the survey
were female. About one-third (32%) of respondents were
60 years of age or younger. On average, respondents said they
were diagnosed with Sjögren’s over a decade ago (12.3 years mean).

Most Common Symptoms Experienced
The vast majority of Sjögren’s patients reported having
experienced dry eyes (97%), dry mouth (97%), fatigue (94%), dry or
itchy skin (93%), trouble sleeping (91%) and forgetfulness (90%)
over the last year. Most said that their dry mouth (92%), dry eyes
(92%), and fatigue (80%) symptoms occurred almost weekly or
more frequently.
Patients 60 years of age and under said they were more likely
than patients over age 60 to experience brain fog (i.e., confusion,
forgetfulness, and lack of focus and mental clarity) (66% vs. 53%)
and joint pain (67% vs. 62%) almost weekly or more frequently.
Patients over 60 years of age reported that they were more likely
than patients 60 years of age and under to experience dry nose
(65% vs. 59%) and photosensitivity (sunlight) (64% vs. 56%) almost
weekly or more frequently.

Half of Sjögren’s patients with severe dryness (53%)
also have severe fatigue.

96%
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How Sjögren’s Affects Daily Activities
Over 7 in 10 Sjögren’s patients (71%) agreed that their Sjögren’s gets in the way of the
things they need to do each day. Most commonly, nearly half (49%) of patients reported
Sjögren’s having a great deal or a lot of negative impact on participating in hobbies,
social activities, and extracurricular activities. Around a third say it negatively impacts
making diet adjustments (35%), performing activities of daily life (34%), traveling or
taking a vacation (34%), and overall mood (33%).
Nearly 7 in 10 people living with Sjögren’s (67%) agreed that they struggle to cope
with their Sjögren’s. Even more agreed that living with Sjögren’s makes every day a
challenge (86%).

7 IN 10

Sjögren’s
patients
agreed that

SJ GREN'S GETS IN THE WAY OF THE
THINGS THEY NEED TO DO EACH DAY

Other Diagnosed Health Conditions
for Sjögren’s Patients
There are many known comorbidities or manifestations of
Sjögren’s that can occur in conjunction with the disease.
Survey respondents reported having been diagnosed by
a health care provider with an average of five other health
conditions, including Gastroesophageal Reflux Disease (GERD)
(45%), Raynaud’s (38%), Neuropathy (38%), Sinusitis (33%),
Hypertension (31%), and Irritable Bowel Syndrome (31%).
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Stop or cut back on housework

Changes at Home
Due to Sjögren’s
The majority (79%) of Sjögren’s
patients surveyed say their
disease has led them to make
at least one day-to-day change
around the house, such as
stopping or cutting back on
housework (74%) or hiring
additional service providers to
help with housecleaning or child
care (38%).
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Visits to a Healthcare Professional
Sjögren’s patients, on average, said they see almost five different
healthcare professionals (4.6 mean) at least once a year to help
manage their disease. Nearly 7 in 10 (68%) of
patients surveyed said they see between two
and five healthcare providers.
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Changes at Work
Due to Sjögren’s
More than half (54%) of Sjögren’s
patients surveyed say they
have made at least one change
regarding work, including
having to stop working (28%),
reduce their schedule of hours
(28%), and make a career change
or take a less demanding job
(27%) due to their Sjögren’s.
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Treatments and Medications Used
Today, there is no cure for Sjögren’s, so patients must resort to
using a multitude of treatments to help them cope with various
symptoms. On average, Sjögren’s patients said they use nearly
nine (8.8 mean) medications and treatments to help with their
Sjögren’s symptoms, with an average of over four prescription
medications or treatments. Patients living with Sjögren’s for a
longer period of time (5-9 years) reported using slightly more
treatments than patients living with Sjögren’s for a shorter
period of time (0-4 years) (8.7 vs. 8.2 mean).
Virtually all patients (97%) reported using eye drops, artificial
tears, or non-prescription eye ointments for treatment at some
time, while a majority said they have used ibuprofen or other
anti-inflammatory agents (81%), disease-modifying antirheumatic drugs (DMARDs) (67%) and OTC or prescription
fluoride (67%), or corticosteroids (62%) for treatment. Younger
patients (60 and under) were significantly more likely than
patients over 60 to have used health food supplements/
remedies (90% vs. 87%), exercise (88% vs. 83%), and alternative
therapies (70% vs. 58%) to treat their Sjögren’s.

obility

Emotional Burden
of Sjögren’s
Three-in-four patients (74%)
said living with Sjögren’s
adds a significant emotional
burden to their life, having
at least some negative
impact on relationships with
friends and family (63%), sex
life (59%), relationships with
spouse/partner (55%), and caring for
their children (19%). Sjögren’s patients
60 years of age and under were more
likely than those over 60 to say living
with Sjögren’s adds a significant
emotional burden to their life (80%
vs. 71%). Sjögren’s patients diagnosed
with the disease 0-4 years ago were
more likely than those diagnosed
with Sjögren’s 5-9 years ago to
say their overall mood has been
negatively affected by Sjögren’s a lot
or a great deal (42% vs. 36%).

74%

said living
with
Sjögren’s
adds a
significant
emotional
burden to
their life
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Impact on Relationships
Some Negative Impact

Sjögren’s Impact on Speech
and Concentration
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More than two in five
(44%) patients said that
Sjögren’s has had a great
deal or a lot of negative
impact on finding the
correct word during
conversation. Slightly fewer
said Sjögren’s has had a
great deal or a lot of negative impact on concentrating on more
than one task at a time (38%) or remembering details at home
or work (32%). Brain fog (55%) and forgetfulness (49%) were
among symptoms that patients said have had a moderate to
major impact on their lives in the last year.

A Great Deal of Negative Impact

Relationship with friends and family

63%
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59%
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55%
Caring for your children

19%
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Financial Impact of Sjögren’s

Hope for New Treatments

Two in three (66%) Sjögren’s patients said living with
Sjögren’s adds a significant financial burden to their life.
Sjögren’s patients 60 years of age and under reported
spending more money, on average, on treatments and were
more likely than those over 60 to say living with Sjögren’s
adds a significant financial burden to their life (72% vs.
63%). When asked how much money they spent on different
types of medical
expenses in the past 12
months, patients said
they spent the most, on
Sjögren’s patients
say the disease
average, on dental care
followed by prescription
medications,
and healthcare
ADDS A SIGNIFICANT FINANCIAL
appointments/
IMPACT TO THEIR LIFE
co-payments.

The vast majority (96%) of Sjögren’s patients reported they
wish there were additional treatments available. Four-infive (82%) said that it is extremely important/absolutely
essential that new systemic therapies addresses dryness
symptoms throughout their body (eyes, mouth, skin, vagina).
Respondents also identified the importance of the need for
new treatments for fatigue (63%), brain fog/forgetfulness
(53%), sleep problems (51%), joint pain or swelling (48%) and
muscle pain (43%).

2 IN 3

“The Sjögren’s Syndrome Foundation is committed
to accelerating the development of better
diagnostic, management and therapeutics that will
have the greatest potential impact on improving
the quality of life for Sjögren’s patients.”
- Steven Taylor, CEO, Sjögren’s Syndrome Foundation
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About the Survey
Living with Sjögren’s was conducted in the United States using a paper instrument by Harris Poll on behalf of the Sjögren’s Syndrome
Foundation between May 11 and July 11, 2016. The research, conducted among 2,962 adults aged 18+ who reported having been
diagnosed with Sjögren’s by a medical professional or doctor, examined the variety and severity of experiences Sjögren’s patients
have with Sjögren’s and the impact it has on their quality of life. Data was not weighted and therefore represents only the individuals
surveyed. Because the sample was based on the individuals from SSF’s database who agreed to participate, it is not possible to
estimate a theoretical sampling error.
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About the Sjögren’s Syndrome Foundation
The Sjögren’s Syndrome Foundation is the only non-profit organization focused on increasing research, education and awareness for
Sjögren’s, one of the most prevalent autoimmune disorders, affecting as many as four million Americans, with an estimated 2.5 million
patients currently undiagnosed. For more information, visit www.sjogrens.org or call 1-800-475-6473.

This is
6707 Democracy Boulevard
Suite 325
Bethesda, MD 20817
Toll Free: (800) 475-6473

sjogrens.org
® 2017 Sjögren’s Syndrome Foundation
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“Q&A” continued from page 1 ▼
Celiac, some Sjögren’s patients have a “sensitivity to gluten” so avoidance of this substance may help with their
musculoskeletal symptoms. Usually avoidance of gluten
for 2-4 weeks is enough time to see benefit if this dietary
restriction is to help. In my practice, I have gained some
experience using natural anti-inflammatories including
some made from tart cherries, turmeric and boswellia.
While there are no published studies in Sjögren’s patients,
some of my patient’s have noted improvement in their
symptoms after one month of the supplement or herb.
In addition, over the counter treatments, such as Tylenol, or low dose NSAIDs, such as Advil or Aleve, may be
useful. Finally, low doses of corticosteroids (prednisone/
Medrol) and or antimalarials, such as Plaquenil and
quinacrine, may be beneficial in some patients.
Scott Zashin, MD
Rheumatologist Dallas, Texas

Q
A

I have been hearing about new vaccines
available, some are considered live
vaccines. Is it safe for a Sjögren’s patients
to get a live vaccine?

Excellent question. The good news is that having
Sjögren’s, in and of itself, does not prevent one from obtaining any vaccine, even a live vaccine. However, the medications you are prescribed may change the timing of when
you will receive a live vaccine, if you can receive it at all.
Let’s review the different types of vaccines available.
Most vaccines are either “live attenuated” or “inactivated.”
Live attenuated vaccines contain an altered version of the
virus, which is harmless, but not killed. Examples of live
attenuated vaccines include Zoster (shingles vaccine),
MMR (mumps, measles and rubella), influenza (nasal
spray only) and varicella (chicken pox).
Inactivated vaccines contain parts of a killed virus.
The following are examples of inactivated vaccines: Tdap
(Diphtheria, tetanus and pertussis), flu shots, Hib, hepatitis A and B, Prevnar (Pneumonia vaccine), IPV (polio vaccine), and the HPV (Human Papillomavirus) and
Meningococcal vaccines.
Live attenuated vaccines, which are closer to the “real
virus” are considered more effective. They are thought to
better simulate the actual virus, and provide lifelong immunity (protection) in 1 to 2 doses. Inactivated vaccines
are less like the ‘real virus’ and require multiple doses and
booster shots to provide continued protection.
So, if you have Sjögren’s and are not on an immune
suppressing medication, you can receive safely, any vac-

cination. The good news is that many medications used
to treat the symptoms of Sjögren’s are not immune suppressing. Examples include hydroxychloroquine (Plaquenil), NSAIDs (non-steroidal anti-inflammatories) such
as Motrin, muscle relaxers and medications to improve
saliva/tear production (pilocarpine or cevimeline).
Let’s say you have been prescribed a medication, which
lowers the immune system (immune suppressing), there
are still options when considering obtaining a live attenuated vaccine. The CDC has set guidelines regarding live
attenuated vaccinations while on methotrexate, azathioprine (Imuran), or prednisone. You may safely obtain a live
attenuated vaccine if you are on the following: low-doses
of methotrexate (<0.4 mg/Kg/week), azathioprine (<3.0
mg/Kg/day) and prednisone (< 20 mg/day). For the most
part, the methotrexate doses we use for Sjögren’s or related diseases are always below the above dose, and thus
are safe. Live attenuated vaccines are considered unsafe
if you are taking any of the following medications, at any
dose: Cellcept, Benlysta, TNF alpha inhibitors (I.e. Remicade, Enbrel), Cytoxan or Rituximab. (Note, you can
always safely receive an inactive vaccine, even when on
immune suppressing medications.)
All vaccinations, live or inactive, reach better efficacy if provided to patients prior to immune suppressing
medications. If you are about to be placed on an immune
suppressing medication, discuss with your physician the
potential of obtaining any vaccinations at least two weeks
prior to starting these medications.
As always, if you have further questions, please speak
with your physician. We are here to help.
Kathryn Wildy, MD, FACR
Omaha, Nebraska

have been diagnosed with Sjögren’s
Q Iand
fibromyalgia. How do I know what
symptoms are because of my Sjögren’s and
which are from the fibromyalgia? Should
I change how I treat a symptom based on
which disease caused it?

There are many symptoms of Sjögren’s and fibromyA
algia that overlap, and many people suffer from both
conditions simultaneously, so this is a very good question.

For example, both disorders can cause symptoms of dry
eyes. If the dry eyes is due to Sjögren’s the person’s eyes
will actually be dry, and artificial tears or medications to
increase tearing can help. That same symptom seen in
fibromyalgia is not due to the eye really being dry, but
instead the nerves throughout the body being more sensitive, and feeling dryness when there is none.
Pain is another symptom that both disorders can cause.
continued page 10 ▼
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SSF in Action!
Creating the “Living
with Sjögren’s” Survey

I

n the fall of 2015 the Sjögren’s Syndrome Foundation (SSF) set out to create a significant survey of
patients that would be designed to measure patients
experiences with Sjögren’s in regards to their quality of
life and the burden of their illness. During the initial
phase we spoke with major firms who specialize in
surveys and polling, received proposals and selected
the Harris Poll as the company we would work with on
this ambitious project.
By early December a kick off meeting was held with
our committee of Sjögren’s experts, Sjögren’s patients
and SSF staff. Using our 2008 Patient survey, we set
out to find the best blend of old questions, to measure our patients’ disease, and add new questions to
measure new ideas and attitudes towards Sjögren’s.
Over the next several months the committee reviewed
and refined the survey, adding and deleting questions
to get at the heart of what those living with Sjögren’s
experience. Questions were reviewed for ease of understanding, quality and validity. In the spring of 2016
we were ready for printing and distribution.
The survey was mailed to over 9,000 SSF members in
our database and over the course of two months nearly
3,000 recipients completed and returned the survey. The
process of then aggregating the data began. The individuals at Harris reviewed and entered the information
from all 3,000 surveys into their database, looking for
trends and significance. Once initial data was entered
and analyzed, we began looking at more specifics, digging deeper into certain questions and demographics.
Moving forward, the SSF plans to dig deeper into
the data to look at specific questions our researchers
and physicians have about the disease. For example,
does the age of a patient affect the number of med-

ications they use? Or does the length of time having
Sjögren’s affect the severity of the disease? Those
questions and so many more will be developed over
time to use this data to learn even more about this
complex and serious disease.
We thank you, our members, for seeing the value in
the survey and completing it in order to help us better define what it means to be a person living with Sjögren’s. ■
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“Sjögren’s & Balance” continued from page 3 ▼
is an important part of keeping balance. Common balance issues caused by glasses include glare and distortion
when changing between the focal points on bi or tri-focal
lenses. Speak with your eye doctor to ensure your glasses
are not causing a balance disturbance. Turn on the lights!
Walking in dark or dimly lit rooms significantly reduce
our ability to use visual feedback for balance. The second
system, the somatosensory system, sends the brain information on what the body is feeling through receptors in
the skin and joints. If you were to walk on a level sidewalk
and then veer off onto a grassy hill, the somatosensory
information sensed in your joints and skin would change.
As a result the brain can tell the body how to adjust for
the change to walking on an uneven and grassy surface.
The third system, the Vestibular System, is located in
each inner ear. It provides the body information about
forces on the head so the body can sense speed, turns and
direction of movement. It also coordinates eye, head and
body movements so that we can focus on objects as we
move. Balance may also be affected by musculoskeletal
issues such as pain, weakness and poor flexibility.

Rated Most Effective by Dentists
Clinicians Report ® March 2016*

XyliMelts

All-natural

®

for dry mouth

The focus of treatment for a balance dysfunction
is to challenge the body to perform balance tasks that
will re-teach the brain how to process the information
it receives. Time, patience and repetition is needed to
be successful. Treatment will vary depending on what
is causing your balance dysfunction. Some examples of
treatment are listed below, however, there are too many
treatment strategies to list all of them here. Disorders
of the somatosensory system are treated with dynamic
balance exercises that challenge balance such as sitting,
kneeling or standing on varied surfaces (therapy ball,
foam, rocker board, balance beam). Disorders of the visual and vestibular systems are treated with eye and head
movement exercises known as vestibulo-ocular exercises. A specific disorder of the Vestibular System called
Benign Paroxysmal Positional Vertigo (BPPV) is very successfully treated with a series of body and head positioning exercises. Musculoskeletal disorders are most typically treated with strengthening and stretching exercises
along with manual therapy techniques and modalities
(electric stimulation, ultra sound, kinesio taping, etc.).
Pilates, yoga and tai chi and are three types of popular
exercises that improve balance, strength and flexibility.
Does balance therapy work? Balance therapy does
work. The degree to which it will improve your balance
dysfunction is dependent on several factors. The physiological cause of the dysfunction may preclude total resolution of the symptoms, but an overall improvement in
balance can be attained. The factors that you can directly
affect for success are following your Physical Therapist’s
recommendations, performing exercises as prescribed,
being persistent, and following up with your doctor and
physical therapist for program advancement. ■
Linda Jung, MSPT

Adhering discs for use while sleeping and daytime!
XyliMelts long lasting adhering discs temporarily relieve dry mouth†
day and night, even while sleeping when dry mouth is worst.
• 1/2 gram of Xylitol coats, moisturizes and lubricates†
• Discreetly sticks to gums or teeth
• Lasts all night
• Reduces plaque and new cavities†
• Stimulates saliva†
• 12 disc sample; just pay
$3.20 shipping
(online or telephone orders)

Available at CVS, Rite Aid, and amazon.com.
Call 877-672-6541 for telephone orders
or visit www.oracoat.com and amazon.com
facebook.com/OraCoat
* Survey of 1168 dentists, March 2016 Clinicians Report®, an independent,
non-profit, dental education and product testing foundation. Full report
available at oracoat.com
†

These statements have not been evaluated by the Food and Drug
Administration. This product is not intended to diagnose, treat,
cure, or prevent any disease.

OR50-110088_SjogrensMoistureAd_Dec_V3.indd 1

“Q&A” continued from page 8 ▼
If it is from Sjögren’s the pain will typically be in the joints,
whereas if it is due to fibromyalgia it can be anywhere, and
will especially involve the trunk, muscles, etc.
Fatigue is a characteristic of both disorders as well, but it
is difficult to differentiate the fatigue of Sjögren’s from that
of fibromyalgia, except by “the company it keeps.” By this
I mean that if you have overall symptoms of fibromyalgia
(pain in many areas, sleep problems, sensitivity to brightness of lights, noises, odors, etc), then the fatigue you are
experiencing is likely more due to the fibromyalgia, whereas if there are no other symptoms of fibromyalgia and you
primarily are experiencing symptoms of Sjögren’s, then the
fatigue is more likely due to the Sjögren’s. ■
Daniel Clauw, MD
Michigan

11/28/16 5:40 PM
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You Stood Up!
Meet Kalla Ford, the Team Sjögren’s Trainer!

I

started with the Team Sjögren’s program because of
my mom. She had symptoms for about seven years
before the doctors figured out what was wrong with
her. As soon as she found out she had Sjögren’s, she
hopped online and found the Foundation. She became
a member of the SSF and started receiving The Moisture Seekers. She saw there was an upcoming Team
Sjögren’s race in Nashville and asked me to run the
marathon in her honor.
I kindly declined the first time she asked me. I had
never run a full marathon before and I wasn’t confident
I was in “good” enough shape to do it. A year went
by and the Team was headed to Nashville again. She
asked again and I thought if she could live with her
symptoms on a daily basis, then I could run a marathon
in her honor! After running the marathon and meeting
the SSF staff and all of the participants, some with
Sjögren’s, some without, I fell in love with running for
a greater purpose. I told Steven Taylor, SSF CEO, that
if I could help in anyway, I would love to volunteer
with the program. He asked me the following year to
volunteer as the running coach for the Team. My background is in Kinesiology, and I was a personal training
at the time. This seemed like the perfect fit.
I love this program because it really is for all abilities. Whether, you are starting from the couch or have
been running for years, we can tailor our program to
your level of activity. We have people who have walked
the whole race and others who have run their personal
bests. I am here every step of the way for every person
in the program. I help out teammates by answering
questions and giving advice to help their training go as
smoothly as possible. We really become like a family
after the race.

Kalla preparing to
run at Team Sjogren’s
Nashville – 2011

Team
Sjogren’s
Nashville
– 2012

Kalla Ford
“Team Sjögren’s run in honor of the 4 million
Americans living with Sjögren’s”
Team Sjögren’s Denver – 2016
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In Memory of Barbara Alexander
The Rice Family
Judy Anderson
In Memory of Bonnie Tarnoff Litton
Naomi and Neil Arnold
In Memory of Cula M. Burch
Laura Gore
Holly and Todd
Cleatius and Phyllis Copeland
Nah Johnson
Carolyn and Kent Smead
In Memory of Janet Christine Adams
Joan and John Serdensky
Donna Gay
Willis Re
In Memory of Jeff Miller
Corrie and Taylor
In Memory of Karen Finder
Penny and Michael Alkon
In Memory of Norma Shull
Dolores Cowen
Judi and Alan Robinovitz
The DiBrunos’
Cindy and Steve Jacobs
In Memory of Shirley Hileman
Rocio Huet
In Memory of Timothy Hurteau
Mark and Patty Couture
In Memory of Wanda S. Myers
Joe and Vicky
Sherrie Leding

In Honor of Allison Tam
Virginia Puglisi
In Honor of Jane Frances Evans
Sharon Davis
In Honor of Lorna Simms-Carter
John Simms

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

Missed the 2017
National Patient
Conference?
Get all the vital information you
need on an audio CD!
Audio CDs of the most popular talks
from our 2017 National Patient
Conference in Philadelphia/Cherry Hill
will be available soon.
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Awareness Never Looked So Good
Awareness comes in many different forms. Sjö your support of the SSF’s
mission of increasing research, education and awareness of Sjögren’s!
Front

Back

Awareness Wristbands

Team Sjögren’s T-shirts
(Sizes S-XL) $18

$15 for a pack of 10 Sjögren’s Awareness Wristbands

Wording:

Conquering Sjögren’s – www.sjogrens.org

Size

Member

SSF Tear Drop Pin

$

Qty.

Total

5

Awareness Wristband (10 pack)

$

15

Team Sjögren’s T-shirt (Small)

$

18

Team Sjögren’s T-shirt (Medium)

$

18

Team Sjögren’s T-shirt (Large)

$

18

Team Sjögren’s T-shirt (X-Large)

$

18

Whether you run or not, if you are a patient or know
someone with this disease, we are all part of Team Sjögren’s.
Now you can tell the world by wearing this Team Sjögren’s
T-shirt. On the front of the shirt is the Team Sjögren’s logo.
The reverse of the shirt has the logo as well as the message:
In honor of the 4,000,000 Americans who have Sjögren’s

SSF Tear Drop Pins
$5

If you would like to order multiple pins, please call the SSF
office at (301) 530-4420 for a
discounted shipping rate.

Maryland Residents add 6% sales tax
Shipping and Handling:
U.S. Mail: $5 for first item + $3 for each additional item
Canada: $14 for first item + $3 for each additional item
Overseas: $22 for first item + $3 for each additional item

Total Amount Due

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

______________________

_________________________________________________________

❏ 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.
❏ MasterCard ❏ VISA ❏ Discover ❏ AmEx
Exp. Date

_________________

Card Number

_______________________________________________________________________________________________

Security Code _________________ Signature

___________________________________________________________________________________________

Take Action during April
Sjögren's Awareness Month!
EVENT IDEAS

S

pecial event fundraisers can be a great way to raise
money and many require spending little or no money.
It is also a great way to get involved and give back
while getting your friends, family, neighbors, work
colleagues, etc., to help raise funds, while increasing awareness for Sjögren’s at the same time. The possibilities are
endless. Have fun and use your imagination. Some examples:

Movie

Night

Bake Sale
Restaurant “Night Out”
Movie Night
Dress Down Day
Car Wash

Bold Blue
Day

Pancake Breakfast
Yard Sale
Bake

Sports Tournament

Sale

Dinner Party
Bingo Night
Fashion Show
High Tea
Bold Blue Day

Please contact Bess Atkinson, Special Event Fundraiser,
at the Foundation office with any additional questions at
(301) 530-4420 ext. 218 or batkinson@sjogrens.org.

Pancake Breakfast

I want to host an event in
honor of April Awareness Month

_________________________________________________________________________________

Name
_________________________________________________________________________________

Address
_________________________________________________________________________________

City

State

Zip

_________________________________________________________________________________

Phone

Mobile

_________________________________________________________________________________

E-mail
_________________________________________________________________________________

Type of Event
_________________________________________________________________________________

Date of Your Event

Please return this form by e-mail, fax or mail.
If you have questions, contact Bess Atkinson
at (301) 530-4420, ext. 218.
Sjögren’s Syndrome Foundation
ATTN: April Awareness
6707 Democracy Blvd
Suite 325
Bethesda, MD 20817
(301) 530-4420 (phone) / (301) 530-4415 (fax)
E-mail: batkinson@sjogrens.org

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

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

2017 SSF Event Calendar

If there is already an event in your

APRIL

area and you would like to get in-

Saturday, April 29, 2017
Team Sjögren’s Nashville

volved, or if there is not an event

Sunday, April 30, 2017
Tastefully Georgia – An afternoon of Food, Wine and Friends, Atlanta, GA

learn about starting one, please visit

MAY

in your area and you would like to
www.sjogrens.org or contact us at
(301) 530-4420 x207

Saturday, May 6, 2017
Philadelphia Walkabout, Philadelphia, PA
Saturday, May 20, 2017
Northeast Ohio Walkabout, Parma, OH
Wednesday, May 24, 2017
New York Sip for Sjögren’s
JUNE
Saturday, June 3, 2017
Dallas Walkabout
Saturday, June 3, 2017
Denver Walkabout
Saturday, June 10, 2017
Greater Washington Walkabout

Watch for the May Issue of The
Moisture Seekers to view
more SSF events in 2017!

