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Caring for Others – and Yourself – 
While Living on the Edge

by Sarah Schafer, MD

U
nexpected crises are an inevitable part of life. When a 
chronic illness of your own forces you to measure every 
action, how is it possible to deal with the sudden illness 

of a loved one? How do you manage to keep going when 
the careful routines of daily life are disrupted? No matter 
what your intentions, the reality is that even one long day 
may cause an illness flare that can put you out of commis-
sion for weeks or even months.

Recently I managed to navigate a family health crisis 
without suffering a serious flare of my autoimmune dis-
ease, Sjögren’s syndrome. My father fell ill in June 2011 
and died three weeks later. Because I am a physician, he 

Take Charge!
You are More than Your Disorder — 

Nine Easy Steps to Taking Control of Sjögren’s
by Ruth Fremes, MA & Nancy Carteron, MD, FACR

C
oming off a plane after a particularly harrowing flight through snow and 
ice this past winter, I was partnered with a very noisy and critical gentle-
man. He hadn’t a good word to say about anything. Our flight had been 

held up because of stormy weather and he was certain the pilot was just 
being lazy, the cabin stewards were “snowing” us, his bags would end up in 
Bogota or even further, and he’d never get home.

Why, I thought, doesn’t he just say thanks to the pilots, air traffic control-
lers and stewards for getting him home in one piece? Why not tell them 
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previously had chosen me to be his primary health advocate. I felt particu-
larly responsible to see that he received the best care possible, spending 
four days at the hospital and participating in difficult medical decisions. 
I also had the stress of unexpected travel, which is challenging at the 
best of times due to severe daily fatigue and back pain. Below I will share 
some helpful strategies based on my experience from living for more than 
a decade with this illness. These strategies allowed me to be a part of my 
father’s last days without causing serious harm to my own health.

My practical wisdom boils down to four concepts:

1.	 Plan ahead: Know that difficult things will happen in life.
2.	 Stack the deck: Support yourself as much as possible.
3.	 Self-compassion: Don’t add unnecessary stress. Be kind to yourself!
4.	 Accept your limits: Don’t apologize.

Plan ahead
There will always be things that you cannot plan or prepare for ahead 

of time. However, you can protect your precious energy supply by avoiding 
unnecessary tasks, such as last-minute pharmacy runs or grocery shopping 
for staples.

Food

1.	 Keep extra food, water and your favorite travel snacks in the house. 
Frozen homemade soups are especially helpful. When my father  
fell ill, I quickly packed my favorite food bars, oatmeal, and nuts  
from my cabinets.

2.	 Find healthy food on the run: Have ice and a cooler ready to go. I 
stopped at Trader Joe’s on my six-hour drive down California, where I 
purchased pre-made salads, fruit and humus. This was a big improve-
ment over hospital food.

Medical

1.	 Store phone numbers for your medical provider, advice nurse and 
pharmacy in your cell phone. I used all three unexpectedly during my 
recent trip.

2.	 Keep an updated medical packing list on your computer. Be sure to 
include items such as eye drops, skin care, etc.

3.	 If you have a complicated regimen with pillboxes, try to keep a 2-3 
week supply of boxes filled and ready to go.

4.	 Consider the big guns: If you have tricks to pull out of your sleeve, now 
is the time!
• If you are taking prednisone, ask your rheumatologist ahead of time if it 
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I Stood Up…
A Community Stood Up

C aitlyn Van Heest, a 16-year-old high school junior at the Rock-
dale Magnet School for Science and Technology, who had earned 
numerous academic honors as well as varsity letters in track, cross 
country, soccer, swimming, and tennis, was sidelined by a mysteri-

ous illness. It began at the end of January 2011 when she experienced excru-
ciating ear pain that spread across her face, into her jaw and down her neck. 
She was hospitalized on three separate occasions in Atlanta for a total of 30 
days while doctors tried to determine the cause of her illness. In addition to 
severe trigeminal and glossal pharyngeal pain, Caitlyn lost feeling in her legs 
from mid-thigh down. She had symptoms of a severe cranial and peripheral 
polyneuropathy. When the doctors were unable to come up with a consistent 
diagnosis, Caitlyn was referred to Cincinnati Children’s Hospital where she 
was hospitalized for five more days and eventually diagnosed with an extremely 
rare presentation of Sjögren’s syndrome. Doctors called it a post-viral autoim-
mune inflammatory polyneuropathy. Caitlyn received IV steroids twice and 
IVIG and was discharged with a long list of medications. 

When Caitlyn returned to Atlanta in April, some neighbors – parents of 
students that Caitlyn’s mom teaches – decided to organize a run in Caitlyn’s 
honor. A group of about 10 individuals worked fever-
ishly to put together a one-mile fun run and a 5K 
Caitlyn’s Challenge race in just six weeks time. The 
race course went through Caitlyn’s neighborhood and 
Caitlyn rode in a golf cart along the course. Registra-
tion exceeded everyone’s expectations; more than 200 
people registered and raced on June 4, 2011, donating 
$1,500 to the Sjögren’s Syndrome Foundation because 
a community had decided that they could do some-
thing to make a difference!

Since then Caitlyn’s condition has improved signifi-
cantly. Last week she was able to start driving again 
and didn’t miss a day of school all week. That hadn’t 
happened since January! Caitlyn plans to go to college 
in the fall. She intends to study either rheumatology or 
neurology. We are confident that her experiences dur-
ing her illness will serve to make her a more compas-
sionate and caring physician.

Sjögren’s also impacts the lives of your friends and 
family members, and they often ask what they can do 
to help to make a difference. There are many ways 
that they can help by organizing an event or awareness 
raiser in your community! Encourage your loved ones 
to contact Sheriese DeFruscio at 301-530-4420 ext 212  
or e-mail sdefruscio@sjogrens.org to learn more.  n
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is OK to raise your dose on your own in the event 
of an emergency. I often add 10 mg the day before 
and the day of my travel. This helps a great deal.

•	If you have been prescribed stimulants such as 
Provigil® or Ritalin,® use them as needed. 

Make friends and support networks a priority before 
you hit a crisis. Let people know ahead of time that 
you may ask for help at some point due to your health 
issues. I keep a bright-colored phone contact list 
posted on my refrigerator. It includes friends, neigh-
bors and anyone who ever said, “let me know if you 
ever need anything.” 

It is a good idea to be as reciprocal as possible by 
giving a hand to others in ways that are congruent with 
your energy resources. On the other hand, don’t offer 
your support and precious energy because you expect 
to “cash in” on your investment with specific people. 
Sometimes the people you least expect come through 
in a time of need, while others just disappear.

Support during a crisis. Ask for a “point person” 
to coordinate support if you anticipate a prolonged 
situation. Give this person your contact list and let 
him or her know what you might need, such as food, 
childcare, errands, rides, dog walking, etc. This makes 
it easier to ask for help because it eliminates the awk-
wardness of asking directly.

Stack the deck
Beef up your comfort /spend money as needed, 

especially when you are away from home. 
•	Consider paying for services that you would not nor-

mally spend money on. On my recent trip, I planned 
to call a taxi if I needed to go from the hotel to the 
hospital in the middle of the night. I did not feel safe 
driving, both due to fatigue and marginal night vision 
due to Sjögren’s eye disease.

•	Bring ear plugs/noise-canceling headphones. 
•	If you have an activity that is essential to maintaining 

health or controlling pain, make it a priority. Swim-
ming is my best tool for combating stress, pain and 
the afternoon energy slump. I stayed at a hotel with 
a decent pool, even though it cost more than I would 
have preferred.

Self-compassion 
Don’t add unnecessary stress:

• Do what you can within your limits, and don’t make a 
big deal out of it. Pace yourself realistically, prioritiz-
ing your contribution.

• Don’t beat yourself up for not being able to do what 
a healthy person can do. State your limits firmly, 
without apology. If you spend a lot of time apologiz-
ing and explaining, it can backfire, and people may 
become resentful.

• Respect your need for extra rest. Except for the first 
day of touch-and-go with my father, I went back to 
the hotel to rest every afternoon.

• This is not the time for a self-improvement project. 
Eat healthy food and don’t deprive yourself. 

• Continue your long-term medications at a stable 
dose, unless this is medically contraindicated. This 
is not the time to wean off prednisone, pain medica-
tion, antidepressants, etc.

Accept your limits
Be honest with yourself and others. Accept that 

fatigue, pain and other symptoms will leave you with 
fewer physical resources to cope with the big things. 
This is simply the way it is.

Be realistic about your abilities:
Packing for my complicated medical needs took many 

hours. I could not do this and then drive for 6 hours the 
same day. It helped that I had discussed my inability to 
leave at a moment’s notice with my siblings ahead of 
time. My brother stepped up to the plate and was able 
to drive to the hospital the day that my father fell ill.

Pay attention to your warning flags:
After five days away from home, I had two minor 

infections, and could feel my energy rapidly diminish-
ing, despite my efforts at self-care. Even though I was 
reluctant to leave my father, I drove home once he was 
stabilized. I needed to rest. I was able to do a good job 
talking with him, his doctors, nurses and my siblings by 
telephone and e-mail. 

Don’t get broadsided by the inevitable painful situations: 

1.	 Family strife: There is nothing like a crisis to stir up 
old family resentments. Let it go, and make calm 
statements such as: “right now, my priority is to deal 
with ___________” (fill in the blank). You may need 
to repeat this like a mantra.

2.	 People may expect you to do more than you can 
give: Most people, including those who are close 
in our lives, have no clue how challenging chronic 
illness is, especially when we don’t look sick. We are 
often expected to do “our fair share,” or even worse, 
we can be asked to take on extra if we are not work-
ing in a paid job.

“Caring for Others” continued from page 2 t
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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.
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Sjögren’s Syndrome Foundation 
Personal Support System
Listed below are ssf support group leaders and the city where meetings are held. 
International support groups are available throughout the world. Please contact 
our office for specific information.

ALABAMA
Birmingham 	 Anne Rose	 (205) 972-4261

ARIZONA
Phoenix Area	 Lois Peach	 (480) 391-2522

ARKANSAS
Little Rock	 Karen Fulton	 (501) 590-0171

CALIFORNIA
Inland Empire/ 

      San Gabriel Valley	 Judy (Moffet) Whale	 (909) 624-1809
	 Susan Buller	 (909) 944-1773
San Diego	 Suzanne Davies	 ssfsuzannedavies@gmail.com
	 Dona Frosio	 (619) 303-9004
San Francisco Bay Area	 Nancy Crabbe	 (650) 593-9022
	 Claire Goodman	 (925) 258-6666
West Hills	 Rhoda Dennison	 (818) 346-6694

COLORADO
Denver/Englewood	 Maurine Daniels	 (303) 721-0241
Ft. Collins/Loveland 	 Eunice Krivonak	 (970) 203-0147

CONNECTICUT
Farmington	 Mary Beth Walter	 (860) 569-6933

FLORIDA
Ft. Lauderdale 	 Georgie Littlefield	 (954) 977-0775
Lady Lake	 Karen M. Marshall	 (352) 259-1309
Orlando/Lakeland 	 Joyce Tompkins	 (863) 701-0512
Tallahassee	 Kathleen Abrams	 (850) 668-3586

GEORGIA
Atlanta Area	 Suzi Wixson	 (770) 642-0323

HAWAII
Ewa Beach	 Melaca Cannella	 (808) 383-1687

ILLINOIS
Chicago Area	 Heidi Shierry	 (630) 279-9437 

		  or (630) 853-6836
Plainfield	 Audrey M. Grey-Lowry	 (815) 436-5168
	 April Flentge	 (815) 886-4715

INDIANA
Indianapolis	 Diana Altom	 (317) 356-2558 

IOWA
Dubuque	 Paula Martens	 (563) 542-5308

IDAHO
Boise	 Richard Bliss	 (208) 816-3686

KANSAS
Lenexa	 Janet Nichols	 (913) 492-9581
	 Janine Bensman	 (913) 897-2441

Louisiana 
Lafayette/Kaplan	 Tonya Broussard	 (337) 643-3565

MARYLAND
Bel Air	 Eva L. Plude	 (410) 836-1040 

		  or bigeva@qis.net
Frederick	 Elizabeth E. Ward	 (301) 663-3947
Montgomery County Area	 Bonnie Schneider	 (301) 774-4662
Prince George’s and 

      South Maryland	 Barbara Straub	 (301) 392-1388

MASSACHUSETTS
Boston Area 	 Lynn C. Epstein, MD	 (617) 636-3932

MINNESOTA
Minneapolis	 Patricia (Pat) Huber	 (952) 432-4870

MONTANA
Polson	 Georgia (Jo) Weaver	 (406) 883-5401

NEBRASKA
Gretna	 Jean Swanson	 (402) 332-2554

NEW YORK
Albany Area	 Kimberly Gross	 (518) 608-6727
Buffalo	 Judie Hayes	 (716) 601-7042
Huntington	 Sandy Leon	 (516) 367-4104
New York City Area	 Susan Needles	 (212) 724-7110
Rochester 	 Sharon Hoffman	 (585) 582-6114
Syracuse/Cicero	 Diane Stadtmiller	 (315) 877-1117 

		  or eruditepa@aol.com

NORTH CAROLINA
Asheville	 Marge Kozacki	 (828) 687-2821
Charlotte 	 SS and Salivary Disorders Center 

	 at Carolinas Medical Center	 (704) 355-4197
Durham	 Nancy Carter	 (919) 544-4577 
New Bern	 Shirley Dailey	 (252) 444-3216
Winston-Salem	 Sue Palas	 (336) 760-6303
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OHIO
Akron Area	 Mary McNeil	 (330) 342-7870
Columbus	 Janet Muench	 (614) 771-9295
Toledo Area	 Judi Furlong, MD	 (419) 824-1927

OKLAHOMA
Edmond 	 Sharon Abrams	 (405) 330-2356

OREGON
Canby	 Linda Shields	 (503) 266-3680

PENNSYLVANIA
Harrisburg	 Kathy Boyd	 (717) 737-3890
Philadelphia	 Sandra Pacini*	 (215) 672-2983 

	 *(phone contact for group)
Royersford/  

       Montgomery County	 Carol Heringslake	 (610) 948-1413
Scranton	 Lupus Foundation/Resource  

	 for Autoimmune Diseases	 (888) 995-8787

TEXAS
Austin/Georgetown	 Linda Frost	 (512) 255-6049
	 Helen Smith	 (512) 869-8840
Conroe/ Woodlands Area	 Marilyn Adams	 (281) 298-9196
Dallas	 Cathy Ingels	 (972) 948-8606
Houston	 Shani Corbiere	 (281) 221-0068
Roanoke Area	 Shirley Stone	 (682) 502-4910

UTAH
Salt Lake City 	 Dr. Kathie Coopersmith	 (801) 476-9701 

		  or kathie@xmission.com
	 Linda Phillips	 (801) 544-9603

VIRGINIA
Lynchburg 	 Ida B. Powell	 (434) 384-1092
Mount Jackson/Northern 

       Shenandoah Valley	 Robert & Jane Perry	 (540) 477-2088 
		  or nsvsssg@yahoo.com

Salem	 Carol Watson, RN	 (540) 389-7503
Northern Virginia	 Gwyn Cannon	 (703) 709-7579

WASHINGTON
Bellingham	 Linda Hughes	 (360) 676-1926
Tacoma/Spanaway	 Judy Kay Reynolds	 (253) 531-7369

WISCONSIN
Brookfield	 Carole Oldenburg	 (262) 786-3858
Madison	 Nancy Johnson	 (608) 332-5928

ALBERTA
Edmonton	 Sandra Anderson	 (780) 434-8808

BRITISH COLUMBIA
Lower Mainland	 Phyllis Hubeli	 (604) 538-9855
Okanagan	 Desiree Roell	 (250) 838-9378

NEW BRUNSWICK
Fredericton 	 Betty Ponder	 (506) 450-9929

NEW FOUNDLAND
St. Johns	 Joan Williams	 (709) 579-9272

ONTARIO
Brantford	 Lee Durdon – 

	 President, Sjögren’s Society of Canada 
	 www.sjogrenscanada.org 
	 info@sjogrenscanada.org	 (888) 558-0950

Brantford/Paris	 Helen Shipp	 (519) 442-4510
London	 Alison Shaefer	 (519) 657-2829
New Hamburg	 Lynda Duckworth	 (519) 662-3699
Ottawa	 L. Gail MacDonald	 (613) 526-5433
Sarnia	 Carolyn Minielly	 (519) 542-4874

QUEBEC
Montreal	 Ginette Texier 

	 Sjögren’s Syndrome 
	    Association Inc.	 (514) 934-3666 
	 www.sjogrens.ca	 or (877) 934-3666

	 Theresa Reade	 (514) 934-3666

Canada

www.sjogrens.org

Walking to raise awareness  
and understanding. Let’s all take
a step toward a better tomorrow.

Contact the Sjögren’s  
Syndrome Foundation  
at 800-475-6473 and  
request information on  
hosting your own Walkabout.

Welcome to our newest 
support groups! 

Tallahassee, Florida Support Group
Kathleen Abrams, Group Leader

Ewa Beach, Hawaii Support Group
Melaca Cannella, Group Leader

Durham, North Carolina Support Group
Nancy Carter, Group Leader
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Peripheral Neuropathy and Sjögren’s
by Julius Birnbaum, MD.  
A rheumatologist and neurologist, Dr. Birnbaum is Assistant Director of the  
Johns Hopkins Jerome L. Greene Sjögren’s Syndrome, Baltimore, Maryland.

T
here are many different types of neuropathies in Sjögren’s syndrome. These neu-
ropathies can have different causes and may require different diagnostic tech-
niques and different therapeutic strategies. Unlike other autoimmune disorders, 

in which the neuropathies predominantly cause weakness, the neuropathies in 
Sjögren’s primarily affect sensation and also can cause severe pain. Recognition of 
unique patterns and causes of neuropathies in Sjögren’s is important in arriving at 
appropriate therapies. 

•	Recognize that neuropathic pain is a chronic disease. Just as most causes of 
neuropathies and neuropathic pain in Sjögren’s do not come on suddenly, 
reduction of neuropathic pain can take a while. 

•	Initial and predominant neuropathies in Sjögren’s can occur anywhere –  
in the feet, thighs, hands, arms, torso and/or face. 

•	Many different symptomatic therapies for neuropathic pain are available. 
Both physician and patient awareness of potential benefits and side-effects 
can help tailor an appropriate approach.

•	While the class of tricyclic anti-depressants (TCAs) often constitutes a first-
line tier of therapy in other neuropathy syndromes, the TCAs can increase 
mouth and eye dryness and therefore are not routinely used as front-line 
therapies in most Sjögren’s patients. 

•	Electrophysiologic tests may help in the diagnosis of neuropathies affecting 
larger nerves which are coated by an insulator called myelin. However, neu-
ropathies affecting smaller-fiber nerves that lack this myelin coating cannot 
be detected with these tests.

•	Special diagnostic tests, including the technique of superficial, punch skin 
biopsies (small biopsies of three millimeters and not requiring any stitches), 
can help in the diagnosis. 

•	A relatively rare neuropathy can cause significant weakness in Sjögren’s pa-
tients. In contrast to other neuropathies which develop slowly, this neuropa-
thy can present with very abrupt-onset of weakness. This so-called “mono-
neuritis multiplex” occurs because the blood-flow through vessels which 
nourishes nerves is suddenly compromised. 

•	In general, immunosuppressive medications are almost always warranted to 
treat “mononeuritis multiplex” neuropathy. In contrast, the role of immuno-
suppressives is not well-established in other neuropathies, including neuropa-
thies that cause pain but are not associated with weakness. 

•	Sjögren’s patients frequently wonder whether pain associated with a neu-
ropathy means they are at an increased risk for more severe motor weakness. 
While there are exceptions, if weakness is not present at onset, it most likely 
will not occur. 

•	Neuropathic pain can be alleviated and assuaged, although there may initially 
be a “trial-and-error” process with different and perhaps multiple agents.  n
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they had done an incredible job flying and landing 
in such snowy and windy conditions, because they 
had? He seemed incapable of saying anything posi-
tive. It reminded me of myself at a time when I looked 
at everything through gray-colored glasses – glasses 
that reflected my attitude towards the symptoms of 
Sjögren’s. Nothing was ever “fine,” really.

I wanted to change that – I wanted a positive view 
of my world. The negative ideation was simply add-
ing to my burden, but I couldn’t seem to get past it. 
A friend suggested I discuss this with her life coach, 
and after some resistance on my part, I actually called 
and booked an appointment. It was a good match. 
Together we assembled a list of “action points” that I 
could always call upon when I slipped into negative 
thoughts. These nine steps brought me back to my 
center and out of “the dumps.” Now whenever I detect 
myself feeling negative or complaining, I turn to them. 
Perhaps they can help you as well.

Getting Ready
Find yourself a quiet place. Sit comfortably; focus 

on yourself; take your time to get comfortable – be-
come aware of your presence in the room – and begin.

The Nine Easy Steps to Healing 

• Breathe in and hold it. Become aware of holding 
your breath. Breathe. Continue ten times as you 
empty your mind of clutter.

• Catch yourself in negative thinking. Change 
direction to positive or neutral thoughts. Instead of 
focusing on how sick you are, think about and be 
grateful for the good times.

• Identify people and situations that drain your 
energy. Make a note to avoid them.

• Tell yourself that you will do what you want 
and need to do, not what you should.

• Remind yourself to slow down. Do everything 
slowly and purposefully. 

• Promise yourself that you will not take on 
other people’s issues. You can be compassionate 
at the same time as you are self-protective.

• Check out your feelings about your healthcare 
professional. Does he listen? Does she seem to 
care about you? If that relationship is unrewarding, 
perhaps you might think about a change.

• Permit yourself to be mindful and graceful. 
Complete each action before starting another. Don’t 
multi-task.

• Remember – This has happened before and you 
have survived; you’re going to be O.K.

The Doctor Comments
I am very enthusiastic about these nine steps. I 

have seen them work over and over again. Sometimes 
acceptance comes quickly; more often it takes longer. I 
try to encourage my Sjögren’s patients to take the first 
step of silent, calm breathing, then moving through the 
nine steps. Often, through practice, a patient will begin 
to feel different – more positive and open.

At this stage I have observed flexibility to be impor-
tant. If you have bundled appointments one on top of 
the other with little space for yourself, you could have 
locked yourself in a stress-producing folly. Allow space 
to surround you so if you are feeling the negative ef-
fects of a flare, you will have time to recover. If you 
have a flare and have the space to recover, you are less 
apt to push through and trigger a downward spiral.

As patients get to know themselves better, they can 
further fine-tune what works for them and what does 
not. Most discover nutrition, exercise of some sort, 
and good sleep are key to healing.

I also have observed that as patients engage again in 
the world around them, they continue on the heal-
ing pathway. Think about the healing effect of a pet, 
volunteering, connecting with friends with a sunny at-
titude, developing a spiritual journey, trying something 
NEW. These have worked for many.

Until you are far down the healing path, there is 
the risk of a quick spiral down when a flare occurs – 
much like going back to jail on the Monopoly Board. 
But when jail time is over, you can get back to where 
you were before, often quicker each time. No one’s 
perfect; simply get right back on track and continue.

This is where adding a Coach* to your Healing 
Team can really add value. They often are able to just 
remind you what you now already know.

I have observed that in the later stages of healing devel-
opment of a spirit of gratitude (there is always something 
to be thankful for) and service solidify the process.

At this point, people are often able to identify a 
“silver lining in the cloud” of Sjögren’s. I’ve seen:
• A patient who was really there for a twin sister who 

lost her husband to lymphoma.
• A patient who was able to start her own business 

after working for a high-powered company that did 
not share her ideals.

• A patient who discovered a special artistic talent that 
never had time to develop.

“Take Charge” continued from page 6 t

continued page 12 t
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In Memory of Amy D. Greaney
David & Jane Buck

Casey and Sandy Clark
Ray & Kay Costello

Madeline & Bernard Dauphin
Jeane & Charlie Fasullo

Jack & Kathy Foley
Alyssa Freedman

Friends at the  
Northeast-Suburban Area  

Office Westborough
Hadley Friends

Sally, Steven & Selma Hoffman
Sydney Hoffman and Stacy Dill

HY-Line Cruises, Security Department
Art and Candy James

Brittany Jarvis & Jeff Burgdorff
NES Rentals

Don & Maureen Siergie
The Watson Family –  
Joane and James Sr. 

Amy and James II & Children
Jacy Watson & Children

In Memory of Arvella “Bea” Phillips
Ruth & Bart Arnold
Bill & Pam Bachman

Kaye Evans
Billy and Nancy Inman & Family

Trip Pilgrim
Hampton Pitts

In Memory of Betty Hussong
Scot & Tina Bauermeister
Curt & Janeen Baumgard

Jack & Ruth Beardsley
Jack Bernstein and State Steel

Ken & Char Christians
Byron & Kathy Christoffer

Chad & Tammy Crowell & Family
Custom Fireside
Loretta Dolan

Suellen & Steve Dusek
Energy Advisor Group ILEC

Fireplace Connection
The Foundry

Dick & Geisla Driver
Judy McKinney, Mary Hall,  

Janet Lewis, and Billy Hall, Jr., & Families
Bud & Juanita Radcliff

Rick & Nancy Scott
Larry Seymour

Raymond & Shirley Slack
Leroy & Wilma Webb
Steve & Sherry White
Robbie & Sheri Works

Kirk Works
Tommy & Rita Works
Roger & Janet Works
Kenny & Kathy Works

Norris & Carolyn Works
Larry & Connie Young

In Memory of Doni Linden
Betty R. Friedlander

In Memory of Frances “Clyde” Stilkey
Maxine L. Herzog

In Memory of Grace Jackson Trout
Mary I. Cigledy

Richard & Joan Curtis

In Memory of Edie Scheinert
Deirdre & Stephen Perl-Strock

In Memory of Jane Clenseur
Sue Palas

In Memory of Janis E. Rosenlund
Shirley Ann Aubin

Barbara & Jeff Barr
Karen & Art Bauer

The Bellingham Lion’s Club
The Cannon Family

Patricia Downes
Family & Friends of Vendetti Motors, Inc.

Friends at Garelick Farms
Lin Garrepy

Karl & Sandra Hakkarainen
Fred & Lillian Hohler

Jane Laggner
Barbara A. Manzolillo

Ruth Means

Friends at HPBA
Friends at Skytech Products Group

Jack Goldman
Greg Hill & Eric Feller

Laurene Gundere
Derek & Alison Harwood

Luke Henning Family
Kelly & Eric Hoien

Howalt+McDowell Insurance Inc.
Wendy Howells

Investment Centers of America: 
David Milbrath, Tim Kuisle, John Mueller,  

Sara Bast, Barb Tilberg, and Jo Reiner
Jay Heating Products

Lakefield Kiwanis Club
John & Erika Leupold

Matt & Kristine McHugh
Bob Nelson

Jens & Marge Olmem
Ashley, Jim & Lauren Sandborn

Alta Stengel & John Bepko
Roger Styles

JB & Nancy Sweere
Jim & Dorothy Ulbricht

United Community Bank, Matt McHugh

In Memory of Carmen Davis Wildt
Central Coast Cardiology

In Memory of Carol Ann Schaadt
Frank & Suzanne Angelo

Margaret Buckley
Barbara & John McFadden

Ken & Ruth Ann Rice
Ronard T. Schaadt

John & Barbara Sevdy

In Memory of Donald L. Works
Kenny & Rita Ashcraft
Nora Brown & Family

Carolyn Brown and Jim & Leigh Kem
Mark Caplinger
JoAnn Caplinger

Denny & Bev Carrigan
Wilma Cole

Terry & Mary Lou Crouch

The Milka Family
New England Farms

Jay Owen
Bob Pelletier & Family

Alphonse & Mary Romano
South Coast Development, LLC

Ed & Barbara Walkowiak

In Memory of Joan A. Hall
Dr. & Mrs. William A. Billingham

Cathy & Terry Bryant
Tony & Gerry Caropreso

Sandra A. Church
Katherine Considine

Patricia Curtin
Alice Dickman

Jack & Marian Glisson
J.D. Taylor Construction Corporation

Bob & Christina Linaberry
Marcia McComb

New York State Laborers
PAC & Associates of Oswego, Inc.

Tim & Fran Potts
Dick & Sandy  Potts

Frank & Elaine Sullivan
Richard Viau

In Memory of Lorraine McCoy
Paul & Paula Crandell
Steve & Patti McCoy
Rob & Tina McCoy

Lyle & Sharon Williamson

In Memory of Marion E. Taylor
Sheriese DeFruscio

In Memory of Nancy Foote Meszaros
Elizabeth Ewing

In Memory of Robert Flug
Lynne & Lance Forstot & Family

In Memory of Ruth Gillock
Linda J. Mullins

Patrick & Marilyn O’Hara
Duane & Darlene Patterson

Brad & LaDonna Ross
Jean & Earl Slann

In Honor of Allison Tam’s Birthday
Joseph Puglisi

In Honor of Carol Maleto
William & Mary Hilliker

In Honor of Catherine  
Shilstone’s Birthday

Karen Markman

In Honor of Debbi Yarbrough
Hazel A. Luksa

In Honor of Dr. David & Linda Lehrman
Ted Pincus

In Honor of Elaine Montano
Christopher & Sean, 

Love & Support for Recent Diagnosis

In Honor of Flora Hurteau
Class of 2011, GEMS

In Honor of Gwen Ragan
Ted & Rhonda

In Honor of Janet Johnson’s Birthday
Dr. Lisa Rae Mitchell and  

Thomas Anderson Sobieck

In Honor of Kelli Al-Mutawa
Pamela & Alvin Hare

In Honor of Leah Miller,  
“Happy Birthday!”
with love from Laura

In Honor of Robert I. Fox, MD
The Henry J. Fox Charitable Trust

In Honor of Sara Silverman’s Birthday
Judy & Peter Salzer

In Honor of “Susanne Moliere  
and support of World Sjögren’s Day”

John P. Moliere

In Honor of Tariq Al-Mutawa’s  
40th Birthday

Suzanne, Lawrence and Bryn Busta
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• An architect who was able to design her own home. 

These nine steps can help enhance your trip to 
healing. Your symptoms may continue to appear and 
surprise but the peaceful acceptance of your reality 
helps you gain control, once again, of your body.

*Coaches can wear varied “hats.” They may be a good friend or 
a partner that agrees to encourage you on your journey. Profes-
sional coaches also come in several varieties. Some are thera-
pists (MFT, PhD), some are chronic illness survivors themselves 
who help others take charge of their illness.

Ruth Fremes, MA and Nancy Carteron, MD, FACR 
are co-authors of A Body Out of Balance (Penguin 
2003), and co-founders of web blog Sjögren’s Forum 
(founded 2010). Ruth, author of nine books on health 

“Take Charge” continued from page 10 t and nutrition, has consulted for University of California, 
the American Dietetic Association, and the National 
Cancer Institution, and was founder of the SSF Bay 
Area Sjögren’s Support Group. Ruth currently resides in 
her hometown of Toronto, Canada. Nancy is a rheu-
matologist with a consultative practice specializing in 
autoimmune diseases, Associate Clinical Professor at 
University of California in San Francisco, and Sjögren’s 
Syndrome Foundation Board Member, with training as 
an immunologist and virologist at Johns Hopkins. Nancy 
currently resides in San Francisco and Napa Valley. Ruth 
as patient and Nancy as physician are collaborating to 
facilitate increased awareness and rapid diagnosis and  
to develop healing strategies for those with and who  
may have Sjögren’s. Their blog may be found at  
Sjögrensforum.com.  n

Don’t Forget... Shop for Sjögren’s 
Shop to benefit the Sjögren’s Syndrome Foundation
The Sjögren’s Syndrome Foundation has partnered with online retailers who will donate a portion of the value of your purchase to the SSF, 
so shopping online is now an easy way to contribute to Sjögren’s!

Just visit www.sjogrens.org/shopforsjogrens and click through the links provided so that your purchases will benefit the SSF. Some of our 
partners include:

u	 Amazon.com is one of the most popular online stores in the world, offering a wide variety of products. Up to 8% of the 
value of your purchase is donated back to the Foundation.

u	 DentalPlans.com offers you a discounted dental plan to use along with your dental insurance or as an alternative to 
dental insurance. Even if you already have dental insurance the discounts offered through DentalPlans.com may be used along 
with your dental insurance for even more savings on your dental care. Just visit www.dentalplans.com/ssf, find a discount dental 
plan that works for you, and when purchasing, use the coupon code SSF10 to receive a 
10% discount from the published price. Additionally, 10% of your purchase will be 
contributed to the Foundation! 

u	 Drugstore.com is a leading online provider of health, beauty, vision, 
and pharmacy products. The website allows you to shop as if you were at your 
local drug store, and you can get instant savings while 10% of your purchase 
benefits the SSF.

u	 Walmart.com offers access to a wide assortment of products at their 
everyday low prices, with up to 4% of your purchases being donated to the SSF.

u	 iGive.com offers exclusive deals with over 700 brand-name stores you 
know and love, with a specified percentage of each purchase coming back to 
the SSF. Be sure to select “Sjögren’s Syndrome Foundation” as 
your charity of choice. Whenever you return to iGive.com 
and log in, any shopping you do will benefit the 
SSF! It’s that simple.

Just go to
www.sjogrens.org/shopforsjogrens 
and start shopping!
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The Sjögren’s Book – Fourth Edition: Edited by Daniel J. Wallace, MD	 $30.00	 $26.00
Maryland Residents add 6% sales tax
Shipping and Handling:	 US Mail:	 $5 for first item
	 Canada:	 $8 for first item
	 Overseas:	 $18 for first item

Total Amount

	 Non-
	 Member	 Member
	 Price	 Price	 Qty	 Amount

NEW, NEW, 
NEW!
The Sjögren’s Book –  
Fourth Edition
Edited by Daniel J. Wallace, MD

The NEW 2011 Edition of the 
Sjögren’s handbook has been 
completely revised and expanded 
with All New chapters and the 
latest information on Sjögren’s!

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

Name _____________________________________________________________________________________________

Address _ __________________________________________________________________________________________

City __________________________________________________    State _________    Zip __________________________

Telephone ______________________________   E-Mail ______________________________________________________

o Enclosed is a check or money order (in U.S. funds only, drawn on a 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_ ___________

This book can be purchased using the order form below, online at www.sjogrens.org/ssfstore  
or by contacting the Sjögren’s Syndrome Foundation office at 800-475-6473.
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	 I have learned the most effective approach, rather 
than repeatedly trying to educate and explain, is to 
say: “I can do X and Y. Then I need to rest.” Keep 
your statement brief, unapologetic, and clear. 

3.	 Don’t waste your time on resenting those who don’t 
support you. If people behave badly, and some of 
them will, set it aside for now and thank those who 
do help you. You can sort out your feelings and rela-
tionships once the crisis has passed.

Organization and compassion during a crisis are 
essential for people living with chronic illness such 
as Sjögren’s syndrome. Creating strategies for support 
and self-care can help you get through difficult times. 
Even basic preparation ahead of time will pay huge 
dividends in terms of wear and tear on your health.  n

“Caring for Others” continued from page 4 t

Happy Thanksgiving 
to all of our members 

and supporters.

Donate Your
Old Vehicle

Call us today for more information.

800-475-6473
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we’ve got your hat –
bring  your running shoes!
Join Team Sjögren’s in Nashville,  
the home of country music...

...and the Country Music  
Marathon and Half-Marathon

Join Team Sjögren’s and train to run or walk in the 
2012 Country Music Marathon and Half-Marathon  
in Nashville on April 28, 2012.

We are looking for 30 inspired individuals to join us as 
we begin to train for this challenge. We understand that not 
all Sjögren’s patients are able to run or walk in a marathon, 
so we hope you will extend this invitation to family 
members as well as friends who may be interested  
in participating in this challenge!

Just imagine the difference you will be  
making as you run or walk in honor of  
all Sjögren’s patients!

To learn more, contact  
Cynthia Williamson  
at 800-475-6473 ext. 205 or  
cwilliamson@sjogrens.org

Nashville
2012

Last Year’s Team Sjogren’s Participants



The Moisture Seekers
Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817

Phone: 800-475-6473 
Fax: 301-530-4415

Save The Date!!!
2012 SSF National Patient Conference

“Charting the Course”
April 20-21, 2012
San Diego Marriott La Jolla, La Jolla, California

As a Sjögren’s patient, it’s easy to feel confused or overwhelmed by the abun-
dance of information available about the illness and how it affects your body.  
But here is your opportunity of “Charting the Course” 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 fam-
ily members as well as healthcare professionals and other experts who specialize in 
Sjögren’s at the 2012 SSF National Patient Conference in La Jolla, California.

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.  Presen-
tation topics will include:

Overview of Sjögren’s Syndrome
Sleep Disorders and Sjögren’s 
Dermatological Issues and Sjögren’s
Gastrointestinal Issues of Sjögren’s
Gynecological and Urinary Issues with Sjögren’s
Sjögren’s Survival: A Patient Perspective
Is it Lupus or Sjögren’s?
Management of Dry Eye
Dry Mouth and Sjögren’s
Testing New Drugs and Future Directions
Sjögren’s Research Update

So this April 20-21, we invite you to join with us in “Charting the Course” to an amaz-
ing opportunity for heightening your understanding of Sjögren’s at the 2012 National 
Patient Conference in La Jolla, California!

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


