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        Surprises from Celiac Disease – Part 2
  Study of a potentially fatal food-triggered disease has uncovered a process 
that may contribute to many autoimmune disorders

by Alessio Fasano, MD, University of Maryland School of Medicine

This is Part 2 of a two-part article. Part 1 was published in the  
December 2009 issue of The Moisture Seekers.

Guilt by Association
What role might antibodies to tissue transglutaminase play in this patho-

logical response to gluten? The answer is still incomplete, but scientists have 
some idea of what could happen. When intestinal epithelial cells release tissue 

transglutaminase, B cells of the immune system ingest it—alone or complexed to 
gluten. They then release antibodies targeted to the enzyme. If the antibodies home to 

tissue transglutaminase sitting on or near intestinal epithelial cells, the antibodies might 
damage the cells directly or elicit other destructive processes. But no one yet knows whether 

they, in fact, cause such harm.
In the past nine years my colleagues and I have learned that unusual intestinal permeability also 

appears to participate in CD and other autoimmune diseases. Indeed, a growing body of evidence sug-
gests that virtually the same trio of factors underpins most, and perhaps all, autoimmune diseases: an 
environmental substance that is presented to the body, a genetically based continued page 2 t
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M
any people contact the Foundation and ask us, how can I 
help? That is why, in 2010, the SSF has developed Stand Up 
for Sjögren’s, a new campaign to share ideas of how you can 

make a difference for Sjögren’s syndrome!
Over the next year, we will be calling upon you to step up 

and take on a new challenge to help increase awareness or raise 
funds for the fight against Sjögren’s. We know that not everyone 
can attend a Sjögren’s Walkabout or train to run a marathon, and 
that is why we will be giving you small examples of how each of 
you can make a difference.

Imagine if everyone in the SSF database – nearly 100,000 – each 
did just one small thing to increase awareness about Sjögren’s. If 
every person did something, we could spread information about 

continued page 6 t
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tendency of the immune system to overreact to the substance and an un-
usually permeable gut.

Finding the Leak
It is fair to say that the theory 

that a leaky gut contributes to CD 
and autoimmunity in general was 
initially greeted with great skepti-
cism, partly because of the way 
scientists thought of the intestines. 
When I was a medical student in 
the 1970s, the small intestine was 
described as a pipe composed of a 
single layer of cells connected like 
tiles with an impermeable “grout,” 
known as tight junctions, between 
them. The tight junctions were 
thought to keep all but the small-
est molecules away from the im-
mune system components residing 
in the tissue underlying the tubes. 
This simple model of the tight 
junctions as inert, impermeable 
filler did not inspire legions of re-
searchers to study their structure, 
and I was among the unenthused.

It was only an unexpected twist 
of fate, and one of the most disap-
pointing moments of my career, that drew me to study tight junctions. In the 
late 1980s I was working on a vaccine for cholera. At that time, the cholera 
toxin was believed to be the sole cause of the devastating diarrhea charac-
teristic of that infection. To test this hypothesis, my team deleted the gene 
encoding the cholera toxin from the bacterium Vibrio cholerae. Conventional 
wisdom suggested that bacteria disarmed in this way would make an ideal 
vaccine, because the remaining proteins on a living bacterial cell would elicit 
a strong immune response that would protect against diarrhea.

But when we administered our attenuated bacteria to volunteers, the 
vaccine provoked enough diarrhea to bar its use. I felt completely disheart-
ened. Years of hard work were literally down the toilet, and we were faced 
with two unattractive options: giving up and moving on to another research 
project or persevering and trying to understand what went wrong. Some 
intuition that there was more to this story prompted us to choose the latter 
path, and this decision led us to discover a new toxin that caused diarrhea 

continued page 4 t

Why Replacing 
Wheat is Hard:

G
luten is a major reason that 
wheat-based baked goods are 
light and airy. During baking, 

gluten strands trap water and car-
bon dioxide gas (from yeast and 
other leavening agents) and ex-
pand. To make gluten-free items, 
bakers generally combine several 
flours (as well as starches and ad-
ditives), because no single variety 
mimics the properties of wheat 
flour. This demand adds signifi-
cantly to the cost of the result-
ing product. It also explains why 
gluten-free foods have a hard time 
rivaling their gluten-containing 
counterparts for taste and texture.
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by a previously undescribed mechanism. It changed 
the permeability of the small intestine by disassem-
bling those supposedly inert tight junctions, an effect 
that allowed fluid to seep from tissues into the gut. This 
“grout” was interesting after all.

Indeed, at nearly the same time, a series of seminal 
discoveries clarified that a sophisticated meshwork of 
proteins forms the tight junctions; however, little in-
formation was available on how these structures were 
controlled. Therefore, the discovery of our toxin, which 
we called the “zonula occludens toxin,” or Zot (zonula 
occludens is Latin for “tight junction”), provided a valu-
able tool for clarifying the control process. It revealed 
that a single molecule, Zot, could loosen the complex 

“Surprises from CD” continued from page 2 t structure of the tight junction. We also realized that the 
control system that made this loosening possible was 
too complicated to have evolved simply to cause biolog-
ical harm to the host. V. cholerae must cause diarreha 
by exploiting a preexisting host pathway that regulates 
intestinal permeability.

Five years after the formulation of this hypothesis, 
we discovered zonulin, the protein that in humans and 
other higher animals increases intestinal permeability 
by the same mechanism as the bacterial Zot. How the 
body uses zonulin to its advantage remains to be es-
tablished. Most likely, though, this molecule, which is 
secreted by intestinal epithelial tissue as well as by cells 
in other organs (tight junctions have important roles in 
tissues throughout the body), performs several jobs—
including regulating the movement of fluid, large mol-
ecules and immune cells between body compartments. 

Discovery of zonulin prompted us to search the med-
ical literature for human disorders characterized by in-
creased intestinal permeability. It was then that we first 
learned, much to my surprise, that many autoimmune 
diseases—among them, CD, type 1 diabetes, multiple 
sclerosis, rheumatoid arthritis and inflammatory bowel 
diseases—all have as a common denominator aberrant 
intestinal permeability. In many of these diseases, the 
increased permeability is caused by abnormally high 
levels of zonulin. And in CD, it is now clear that gluten 
itself prompts exaggerated zonulin secretion (perhaps 
because of the patient’s genetic makeup).

This discovery led us to propose that it is the en-
hanced intestinal permeability in CD patients that al-
lows gluten, the environmental factor, to seep out of 
the gut and to interact freely with genetically sensitized 
elements of the immune system. That understanding, 
in turn, suggests that removing any one factor of the 
autoimmunity-causing trinity—the environmental trig-
ger, the heightened immunity or the intestinal perme-
ability— should be enough to stop the disease process.

Therapies to Topple the Trinity
As I mentioned before, and as this theory would pre-

dict, removing gluten from the diet ends up healing the 
intestinal damage. Regrettably, a lifelong adherence to 
a strict gluten-free diet is not easy. Gluten is a common 
and, in many countries, unlabeled ingredient in the hu-
man diet. Further complicating adherence, gluten-free 
products are not widely available and are more expen-
sive than their gluten-containing counterparts. In addi-
tion, sticking perfectly over years to any diet for medical 
purposes is notoriously challenging. For such reasons, 
diet therapy is an incomplete solution.

4 January 2010 / The Moisture Seekers



Wet Your Whistle!

Dry Mouth?

Proven Effective—Works for Hours
OraMoist is a time-released 
patch that adheres to the 
roof of the mouth and then 
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sample. Get hours of relief 
with each OraMoist patch—
day or night!

Free Trial Sample
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Coupon/Info
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in Oral Pain Aisle

Consequently, several alternative therapeutic strate-
gies have been considered that disrupt at least one ele-
ment of the three-step process. Alvine Pharmaceuticals 
in San Carlos, California, has developed oral protein-en-
zyme therapies that completely break down gluten pep-
tides normally resistant to digestion and has an agent 
in clinical trials. Other in-
vestigators are considering 
ways to inhibit tissue trans-
glutaminase so that it does 
not chemically modify un-
digested gluten fragments 
into the form where they 
bind so effectively to DQ2 
and DQ8 proteins.

No one has yet come up 
with safe and ethical ways to 
manipulate the genes that 
make people susceptible to 
disease. But researchers are 
busy developing therapies 
that might dampen some 
of the genetically controlled 
factors that contribute to 
the immune system’s over-
sensitivity. For example, the 
Australian company Nex-
pep is working on a vac-
cine that would expose the 
immune system to small 
amounts of strongly immu-
nogenic forms of gluten, 
on the theory that repeated 
small exposures would ulti-
mately induce the immune 
system to tolerate gluten.

With an eye toward 
blocking the intestinal bar-
rier defect, I co-founded 
Alba Therapeutics to ex-
plore the value of a zonu-
lin inhibitor named Laraz-
otide. (I am now a scientific 
adviser for Alba and hold stock options, but I no longer 
participate in making decisions for the company.) Laraz-
otide has now been tested in two human trials examining 
safety, tolerability and signs of efficacy in celiac patients 
who ate gluten. These were gold-standard trials—ran-
domized, placebo-controlled tests in which neither the 
drug deliverers nor the patients know who receives treat-
ment and who receives a sham, until the trial is over.

Together the tests showed no excess of side effects 
in patients given Larazotide rather than the placebo. 
More important, the first, smaller study demonstrated 
that the agent reduced gluten-induced intestinal barrier 
dysfunction, production of inflammatory molecules and 
gastrointestinal symptoms in celiac patients. And the 

second, large study, report-
ed at a conference in April, 
showed that CD patients 
who received a placebo pro-
duced antibodies against 
tissue transglutaminase but 
the treated group did not. 
As far as I know, this result 
marks the first time a drug 
has halted an autoimmune 
process, interfering specifi-
cally with an immune re-
sponse against a particular 
molecule made by the body. 
Other drugs that suppress 
immune activity act less 
specifically. Recently Alba 
received approval from 
the U.S. Food and Drug 
Administration to expand 
studies of Larazotide to oth-
er autoimmune disorders, 
including type 1 diabetes 
and Crohn’s disease.

These new prospects for 
therapy do not mean that 
CD patients can abandon 
dietary restrictions any-
time soon. Diet could also 
be used in a new way. Un-
der the leadership of Carlo 
Catassi, my team at the 
University of Maryland has 
begun a long-term clinical 
study to test whether having 
infants at high risk eat noth-
ing containing gluten until 

after their first year can delay the onset of CD or, bet-
ter yet, prevent it entirely. “High risk,” in this case, means 
infants possess susceptibility genes and their immediate 
family has a history of the disorder.

We suspect the approach could work because the im-
mune system matures dramatically in the first 12 months 
of life and because research on susceptible infants has 

continued page 12 t
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Sjögren’s throughout the world. But that takes you to 
decide to stand up and step forward.

Here are a few examples of how you  
can Stand up for Sjögren’s:
Organize an event in your area

You don’t have to organize a Sjögren’s Walkabout or 
Sip for Sjögren’s – you can organize a much smaller 
event by yourself. For example, a bake sale at your 
local library or hospital, an exhibit table of informa-
tion on Sjögren’s at a local community center. You can 
hold a garage sale with proceeds to benefit the SSF or 
discuss with your employer about doing a dress down 
day at your office to increase awareness and collect 
donations for the SSF.

Increase Awareness
Support the SSF 2010 Friends Helping Friends 

campaign this coming April. This campaign allows you 
to mail letters to your friends and family, educating 
them about Sjögren’s while also informing them about 
the SSF and our programs of research and education. 
In March, you will each be mailed six (6) letters, but if 
you need more, just let us know.

Use your Voice
Don’t keep quiet about Sjögren’s! There are so many 

ways you can use your voice to help the SSF. First, 
you can talk to your physicians and dentists about the 
Foundation and our free educational brochures that 
we have for them. Refer them to our office to get their 
copies. You can also use your voice to educate your 
family and friends. Share with them how you, and 
others who you know, suffer from this debilitating dis-
ease. Show them our literature, or better yet, have our 

Sjögren’s Syndrome Handbook on your coffee table so 
house guests can see the seriousness of this disease.

Get Connected
Take part in an event or conference. We have 

scheduled over 10 Sjögren’s Walkabouts around the 
United States this year as well as 11 Sip for Sjögren’s 
events. Visit our website to find an event near you or 
read The Moisture Seekers for more information. You 
can also attend a patient seminar or conference. Our 
National Patient Conference is scheduled for April 8th 
– 10th in San Francisco and is full of great speakers 
and topics. I hope you will consider attending.

Support the SSF
The SSF asks for support each year because with-

out donors like you, the SSF will not be able to fund 
vital research needed to find the cause of Sjögren’s as 
well as investigate new treatments for your disease. 
We appreciate the support, and this year, more than 
ever, it is critical that you help us raise enough funds 
to continue our research funding. With the economy 
already hurting many companies for 2010, it is indi-
vidual support that will make the difference between 
what research we can fund and what research we have 
to turn away.

In this and future issues of The Moisture Seekers, 
you will be seeing a regular section called “I Stood 
Up…” where we will highlight patients who have 
answered our call to action and started to make a dif-
ference in their community. Take these ideas and make 
them your own! Together, with all of our voices com-
bined, we will make a chorus so loud, everyone will 
know about Sjögren’s!

Thanks for Standing Up For Sjögren’s!  n

Tracey Bottiglia, a daughter of a Sjögren’s patient, decided to stand up and make a difference in 
her hometown. Together with her friends, Tracey helped to raise awareness and had fun at the 
same time. Here is Tracey’s story…

“We held a Bake Sale to raise funds and awareness for the Sjögren’s Syndrome Foundation. I decided 
to hold the bake sale at my church on election day while the polls were open. We began by asking 
the people of the church to donate baked goods. We also had crock-pot soups donated. In addition, 
we ordered sandwiches from a local supplier to sell. We also sold coffee, soda and water, and a 
local grocery store donated soup containers. I must say, the soups were a great seller!

I opened the church the night before the bake sale to collect items, package and price the food. I 
recruited about 15-20 people to donate items and the church helped by advertising the bake sale 
in advance. I also had volunteers who helped me work the sale during the day to help sell our 
items and also to distribute Sjögren’s materials.

Overall, it was a great success! Not only did we raise awareness and educate our community 
about Sjögren’s, we also raised funds for Sjögren’s research!”

I hope you’ll stand up and do something similar.

I Stood 
Up…
Tracey Bottiglia, 
Pennsylvania

“Stand Up” continued from page 1 t
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SSf Personal Support System
Listed below are SSF Contact Persons, members who volunteer to be sources of information for Sjögren’s syndrome.  
Asterisks (*) indicate the location of where a SSF Support Group meeting is held.

International support groups are available throughout the world. Please contact our office for specific information.

ALABAMA
Daleville Marilyn Murray* (334) 598-5387
Dothan  Janis Monk* (334) 691-2723
Montgomery Sharon Miller* (334) 277-2302

ALASKA
Palmer Judy Masteller (907) 376-6275
Seward Sandra Mikat (907) 224-5191

ARIZONA
Phoenix Area Lois Peach* (480) 391-2522

ARKANSAS
Conway Betty Webster (501) 329-6627
Little Rock SSF Office* (301) 530-4420 

 or Lillie Major (501) 227-0813
Sparkman Laurine Langley (870) 366-4388

CALIFORNIA
Felton/Santa Cruz Shirley Stone* (831) 335-2945
Fresno Evelyn Bennett  (559) 436-8584
Glendale Ricardina Astoquillca (818) 241-8152
Hollister Sharon West (831) 634-0701
Inland Empire Judy (Moffet) Whale* (909) 624-1809
San Gabriel Valley Susan Buller* (909) 944-1773
Lakehead Carol Sartain* (530) 238-8031
Lemoore Deborah Romerosa (559) 925-1585
Long Beach Kathy Bostrom* (562) 595-8208
Los Angeles - West Hills Rhoda Dennison* (818) 346-6694
Oroville Lynne Gould (530) 589-1158
Riverside Lynn Davis (951) 681-8517
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
San Rafael Barbara Kinberger* (415) 868-0171

COLORADO
Arvada Susan Joyce (303) 422-3864
Boulder Area Dawna (Bunny) Swenson  (303) 652-2927
Colorado Springs Andrea Shafer (719) 487-1300
Denver Area Carol A. Denewiler (303) 755-9985
 Catherine F. Tomczak (303) 751-5531
Denver/Englewood Maurine Daniels* (303) 721-0241
Evergreen Lisa Torales (303) 670-9296
  toralesl@msn.com
Ft. Collins/Loveland  Eunice Krivonak*  (970) 203-0147
Greenwood Village Judy Kang*  (720) 488-7759
Littleton/Lakewood Connie Walters (303) 973-1878
Westminster LaDonna Landry (303) 426-5800

CONNECTICUT
Brookfield Isabel Lopez*  (203) 775-5552
Farmington Mary Beth Walter* (860) 569-6933
Wallingford Kathy Heimann (203) 269-0354
Wilton Patricia Moran (203) 762-8129

DELAWARE
Newark Marsha Bates (302) 593-3179

FLORIDA
Boca Raton Mariella Carbone (561) 488-2342
Bradenton/Sarasota Melody Carpenter (941) 761-1352
Coral Gables Georgene Slepin (305) 446-4834
Coral Springs Marrine Youngman (954) 753-0939
Del Ray Beach Jean Kaye (561) 498-9364
Ft. Lauderdale  Georgie Littlefield* (954) 977-0775
 Yvonne Sherrer, MD (954) 229-7030
Jacksonville/Orange Park Tana Still* (904) 269-6871
Jacksonville Kayleigh Porter (904) 287-3052
Lady Lake Karen M. Marshall* (352) 259-1309
Miami Lakes Beth Geyer (305) 821-2453
N. Hutchinson Is. Elizabeth Brinamen* (772) 595-5873
Orlando/Lakeland  Joyce Tompkins* (863) 701-0512
Tallahassee Kay Tolworthy (850) 877-5066
West Palm Beach Janet Young  (561) 283-1670

GEORGIA
Atlanta Area Suzi Wixson* (770) 642-0323
Dunwoody/Atlanta Penny Hamond-Wolk (770) 730-8550
McDonnough Linda S. Davis (770) 898-5837
Warner Robins Irene Shue (912) 929-3941

IDAHO
Potlatch Patty Gilbert (208) 875-1590

ILLINOIS
Arlington Heights Diana Bonadonna (847) 398-0407
Bloomington Joyce Kaye (309) 663-0564
Chicago Area Heidi Shierry* (630) 279-9437 

  or (630) 853-6836
Fox Lake Mary Ann Guisinger (847) 629-5559
Liberty Mary Ann Graham (217) 645-3497
Plainfield Audrey M. Grey-Lowry* (815) 436-5168
 April Flentge* (815) 886-4715
Urbana Waneta Mehaffey (217) 367-8161

INDIANA
Indianapolis Diana Altom* (317) 356-3243 
South Bend Sarah Reichert * (574) 342-2285

IOWA
Des Moines Suzanne Sullivan (515) 537-1345
Dubuque Shirley White* (563) 583-6795
Wilton Connie I. Brown (563) 732-2420

KANSAS
Lenexa Janet Nichols* (913) 492-9581

KENTUCKY
Lexington Jack Wood (606) 277-8123
Louisville Debra L. Henning (502) 231-9130
 Karen M. Solomon (502) 245-3120
Rineyville Jisun Mudd (270) 877-7729
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MONTANA
Bigfork/Kalispell Virginia Hanson* (406) 837-4673
Billings Helen Armstrong (406) 245-0549
Bozeman Betty Dilbeck (406) 582-1933
Polson Jo Weaver (406) 883-5401

NEBRASKA
Fairfield Michele Boyce (402) 726-2335
Gretna Jean Swanson* (402) 332-2554
S. Sioux City Becky Bobier* (712) 212-8034

NEVADA
Las Vegas Grace Vallone (702) 365-5267
 Mary Boettcher (702) 240-0997

NEW HAMPSHIRE
Lyme Len Wasser (603) 795-2510
Nottingham Carol Markee (603) 895-4812

NEW JERSEY
Edgewater Joanna Fabian (201) 886-0805
Lakehurst Marie Vella (732) 657-0107
Monroe Twp  Sandra Rear (609) 860-1648
Pine Beach Cinde Partyka* (732) 914-1019
South Jersey Area Rita Mulroy (856) 854-4209
 Polly Youngstein (856) 667-5861
Teaneck Nan Lehmann (201) 836-4239
Toms River Aprile Mangold (732) 341-8993
Verona Shirley Musikant (973) 857-8434

NEW MEXICO
Albuquerque  Frances Moorhead* (505) 344-6971
Alto Mavis Reecer (505) 336-8117
Santa Fe Barbara Stein (505) 471-6881

NEW YORK
Albany Area Kimberly Gross* (518) 608-6727
Brooklyn Gilda Kaback (718) 769-7997
Buffalo/Depew Elinor Pittner* (716) 684-4254
Huntington Sandy Leon* (516) 367-4104
Jackson Heights Claudia Schellenberg (718) 803-3279
Nesconset  Arlene Cherry (631) 360-1306
North Hills Iris Cohn (516) 627-9054
NYC Area Susan Needles* (212) 724-7110
Ossining  Elaine Underhill (914) 762-3302
Rochester/Syracuse Sharon Hoffman* (585) 582-6114
Rockland County/Nyack Judith Mack (845) 358-2747
Syracuse/Cicero Diane Stadtmiller* (315) 699-8978
South Setauket Helen McCollough (631) 650-3162
St. James Elizabeth Greening (631) 862-9248
Troy Rhonda Szalasny (518) 274-2161
Woodstock Evelyn Lyke (845) 679-4970

NORTH CAROLINA
Asheville Marge Kozacki* (828) 687-2821
Boone Marie Gaudin (828) 733-3563
Charlotte SS and Salivary Disorders Ctr.
 at Carolinas Medical Center* (704) 355-4197
Durham Jean Weynand (919) 489-9546
Knightdale Delores M. Fiedor, LPN (919) 266-5961
New Bern Shirley Dailey* (252) 444-3216
Raleigh Maudeileen Huxhold* (919) 866-1802
Snow Camp Joann Dollar (336) 376-6346
Winston-Salem Sue Palas* (336) 760-6303

OHIO
Akron Area Mary McNeil* (330) 342-7870
Bay Village Evelyn V. Sobczak* (440) 892-9765
Cincinnati Cynthia Williams, RN (513) 351-3023

LOUISIANA
Baton Rouge Debbie Fuselier (225) 928-4341
Kaplan/Lafayette Tanya Broussard* (337) 643-3565
New Orleans Connie Benton (504) 488-6977
New Orleans Lynn Weinberg (504) 895-2595
Pineville Mary Maddox (318) 445-7448

MAINE
Alfred Elizabeth Hayes (207) 324-9654

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 &
Southern Maryland Ruth White* (301) 246-4476

MASSACHUSETTS
Boston Area Lynn C. Epstein, MD* (617) 636-3932
E. Long Meadow Janet Young  (413) 525-8211
Plymouth Area Joanne Levy (508) 224-2262
Springfield Kitty Berger (413) 786-6552
Worcester Helen Yaffe (508) 757-5580
South Grafton Gerry Lauria (508) 839-4095

MICHIGAN
Dearborn Helen Schauman (313) 562-9591
East Lansing Bill Mahler (517) 332-5636
Grand Rapids Ruth Keur* (616) 453-8510
Grosse Pte Farms  Mary Lapish (313) 885-7523
Jackson Charlene Pung* (517) 788-9824
Lansing Laura Hall (517) 887-6663
Livonia Charlotte Pumo (734) 427-8335
Presque Isle  Rosemary Kause (517) 595-3288
St. Clair Bonnie Wright (810) 329-9241
Stanwood Karen M. Marshall (231) 972-3110
Sturgis Marcia L. Arend (269) 651-6798

MINNESOTA
Bloomington Barbara Parrish (952) 881-1048
Eden Prairie Julie Ermer (952) 943-9546
Maplewood Phyllis Peterson (651) 778-8035
Minneapolis Patricia (Pat) Huber* (952) 432-4870
St. Louis Park Bette Tobin (952) 920-2941
Stillwater Elaine Zimmerman (651) 436-1662

MISSISSIPPI
Biloxi Della Mc Caughan (228) 432-7748
Meridian Mary N. Price* (601) 695-2072
Oxford Linda K. Cox (662) 234-1001
Tupelo Holly W. Bullock (662) 844-2877

MISSOURI
St. Joseph Leona Stevens (816) 364-3453
St. Louis Janie Norberg (314) 521-4663
 Jane Rombach FSM (314) 776-5764 

SSf Personal 
Support System
Continued
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Columbus/Dublin Carol Eubanks* (614) 734-1577
Mentor Cindy Larick* (440) 974-9641 
Toledo Area Judi Furlong, MD* (419) 824-1927

OKLAHOMA
Ardmore Nancy E. Brewster (580) 224-2654
Edmond  Sharon Abrams* (405) 330-2356

OREGON
Baker City Susan Castles (541) 523-3323
Bend Angie Siefer (541) 318-4751
Canby Linda Shields* (503) 266-3680
La Pine Norma Werner* (541) 536-1175
Medford Jane Finley (541) 770-6558

PENNSYLVANIA
Clarks Summit Judy Rienzi (570) 586-6635
Easton Janet Kirk (610) 253-9324
Chambersburg  Ruby Deitrich (717) 369-3366
Harrisburg Kathy Boyd* (717) 737-3890
Mount Carmel Orinda Ford (570) 339-2223
Philadelphia  Polly Youngstein* (856) 356-2629
 Barb Barbon (610) 775-7949
Pittsburgh Area Paula Helmick* (724) 335-1252
 Jane Potteiger (412) 922-9826
Royersford/
Montgomery County Carol Heringslake* (610) 948-1413
Scranton Linda Rosengrant-Lohrey (570) 885-0141
Wallingford Ruth Goldman (610) 441-1441
  or (610) 565-6136
Wash. Crossing Marge Hartman (215) 345-8249

RHODE ISLAND
North Smithfield Lynne Messina (401) 766-8645
Warwick Joyce Bert (401) 738-0857

SOUTH DAKOTA
Beresford  Sue Christensen (605) 563-2483

TENNESSEE
Johnson City Deborah Harvey* (423) 946-1750
Memphis Betty Wetter (901) 682-2073
Nashville Area Nancy Hoesel (615) 332-7443

TEXAS
Austin/Georgetown Linda Frost* (512) 255-6049
 Helen Smith* (512) 869-8840
Beaumont  Jaqi Vickers* (409) 860-3761
Bedford Audra Johnson (817) 498-6552
Conroe/Woodlands Area Marilyn Adams* (281) 298-9196
Dallas Ibtisam Al-Hashimi, DDS (214) 828-8145
 Jaimie Wilson* (972) 743-5466
El Paso Michael Najera, DDS (915) 833-3330
Harlingen Barbara Ann Purdy (956) 423-3192
Houston Shani Corbiere* (281) 221-0068
Houston Elaine Bagby (281) 461-7585
Lubbock Jo Murdock (806) 792-9862
Montgomery Wanda Coleman (936) 448-4325
Nacogdoches Sidney Fowler, DDS (936) 564-9401
Richardson Kay Turner  (972) 235-8521
Tyler Laura Moran, RN (903) 534-9131

UTAH
Salt Lake City Dr. Kathie Coopersmith* (801) 476-9701
  or kathie@xmission.com
 Linda Phillips* (801) 544-9603

VIRGINIA
Dinwiddie Denise Rainey (804) 469-7505

Harrisonburg/
Shenandoah Valley Teresa C. May* (540) 433-5638
Lynchburg  Ida B. Powell* (434) 384-1092
Mount Jackson/
Northern Shenandoah Valley Robert & Jane Perry* (540) 477-2088
  or nsvsssg@yahoo.com
New Bern Robert E. Wallace (540) 674-2922
Northern Virginia Gwyn Cannon* (703) 709-7579
 Kathryn McCarren* (703) 590-1367
Richmond Sarah B. Cosby (804) 467-4387
Salem Carol Watson, RN* (540) 389-7503
Virginia Beach Evelyn Shue* (757) 523-5221
Williamsburg  Novella Griffin* (757) 220-8463

WASHINGTON
Bellingham  Betty Willert  (360) 312-1597
Federal Way/Seattle Karen Schlaht  (253) 815-8937
Mt. Vernon Area Linda Hughes* (360) 676-1926
 Ursula Vecchi* (360) 299-8978
Pasco Joretta Heath (509) 547-3832
Spokane Jaqueline Riley (509) 466-2432
Tacoma/Spanaway  Judy Kay Reynolds* (253) 531-7369

WEST VIRGINIA
Moorefield Joan Hott (304) 538-6153
Moundsville Pat Kleinedler (304) 845-8473

WISCONSIN
Brookfield Carole Oldenburg* (262) 786-3858
Madison Nancy Johnson* (608) 332-5928
Oak Creek Chris Gobble (414) 761-1168
River Falls Mimi Trudeau (715) 425-8183

Sjögren’s Society of Canada
Contact:	Lee	Durdon,	President

Tel:	(888)	558-0950	 (voicemail)

Web	site:	www.sjogrenscanada.org

E-mail:	info@sjogrenscanada.org

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* (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* (514) 934-3666
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Q u e s t i o n s ?  Call 800-475-6473 or visit www.sjogrens.org

A Some Chinese Sjögren’s patients are managed 
with Chinese herbs, either alone or in combina-

tion with Western Medicine (e.g. steroids, hydroxy-
chloroquine). In particular, Tripterygium wilfordii 
(thundergod vine) and Radix Paenoiae (white peony 
root) have been used effectively to help manage 
Sjögren’s. White peony root, a member of the Ranun-
culaceae family, is generally used for patients with 
milder disease. Thundergod vine, a member of the 

Q	 I	hear	that	in	China	some	Sjögren’s	
patients	are	being	managed	with	
traditional	Chinese	herbs.		
How	effective	are	they?

Celastraceae family, is generally used for patients with 
moderate to severe disease. 

Neither of these herbs has been well studied in the 
Sjögren’s population. Their use in China is based on 
clinical experience. Importantly, both of these herbs 
have potential toxicities and must be used with cau-
tion. In particular, thundergod vine can potentially 
cause low white blood cell counts, low platelets, and 
cessation of the menstrual cycle. 

Sjögren’s Syndrome Foundation
TAMPA PATienT SeMinAr
SaTurDay,	fEbruary	20,	2010

FEES – Note: Early Bird Deadline is February 1, 2010

 February 1st and before February 2nd and after
SSF Members & Guests $65 per person $85 per person
Non-Members $90 (includes one-year membership) $110 (includes one-year membership)

Call Today 
to reserve your place.

800-475-6473

• A fee of $25 will be charged for all seminar registration cancellations. Refund 
requests must be made by February 1, 2010. After that date, we are sorry but no 
refunds will be made.

• Dietary Requests: Unfortunately, we cannot accommodate all special dietary re-
quirements. We can accommodate vegetarian or gluten-free dietary requests. If 
you require a vegetarian or gluten-free meal option, please contact Stepha-
nie Bonner at the SSF office (800-475-6473 ext. 210) by February 12th.

• A limited number of rooms are available at the Tampa Westshore Marriott, 1001 
North Westshore Boulevard, Tampa, Florida 33607, at the SSF rate of $119 per 
night plus tax if reservations are made by January 26, 2010. Call the toll-free hotel 
reservation number at 800-228-9290 or call the hotel direct at 813-287-2555 and 
refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.

continued page 13 t
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In Honor of Dr. Steven Carson’s Birthday 
Lynn-Anne & Stuart Spitzer

In Honor of Jenny Kindle’s Birthday 
Danielle Miller

In Honor of JoAnne Levy’s Wedding 
Jaisa & Sheera Olasky

Merry Christmas to Carol J. Gerrish 
Lauren Gerrish

In Honor of Virginia Sue Kelly 
Susan Mactye

In Memory of David Nelson 
 Lois & Andrew Anderson Donald & Beverly Brostrom
 Kenneth G. Craven Laura M. Daumann
 John & Martha Doyle Mary Ann Gronholm
 Carol M. Holcombe Betty J. Hull
 John & Barbara Jaeger Mary E. McCaleb
 Crystal D. Morris Kay Nelson
 Verda K. Nelson Marcia Schug
 Gavin & Constance Strand Mr. & Mrs. Thomas K. Wanous

Steven & Karen Weiss
In Memory of Jane S. Travis 

Alvin & Eleanor Finneseth
In Memory of Marilyn Daitchman 

Elaine & Larry Levin
In Memory of Mary Anna Piano 

Clare Lazarow
In Memory of Millie Louise Boatman 

 Curtis & Linda Boatman Martha L. Boatman
 Kathy & Vern Fox Wayne & Marilyn McCracken
 Mervin & Pat McElwain Cindy & Scott Michelet
 Don Murphy Warren & Majorie Murphy
 Lisa Parsons Nadine & Denise Piccinelli
 Frank & Anna Slapar Larry & Linda Spicer

Catherine Wutke
In Memory of Ruth K. Ohl 

John & Lisa Fitzell

implied that avoiding gluten during the first year of life 
might essentially train that developing immune system 
to tolerate gluten thereafter, as healthy people do, rather 
than being overstimulated by it. So far we have enrolled 
more than 700 potentially genetically susceptible infants 
in this study, and preliminary findings suggest that delay-
ing gluten exposure reduces by fourfold the likelihood 
that CD will develop. It will be decades, however, until 
we know for certain whether this strategy can stop the 
disease from ever occurring.

Given the apparently shared underpinning of autoim-
mune disorders in general, researchers who investigate 
those conditions are eager to learn whether some thera-
peutic strategies for CD might also ease other autoim-
mune conditions that currently lack good treatments. 
And with several different approaches in the pipeline to 
treat CD, we can begin to hope that this disease, which 
has followed humanity from the dawn of civilization, is 
facing its last century on earth.

Alessio Fasano is professor of pediatrics, medicine and 
physiology and director of the Mucosal Biology Research 
Center and the Center for Celiac Research at the Univer-
sity of Maryland School of Medicine. Much of his basic 
and clinical research focuses on the role of intestinal per-
meability in the development of celiac disease and other 
autoimmune disorders.

“Surprises from CD” continued from page 5 t Treatment Ideas
Today, patients with celiac disease have one thera-

peutic option: avoid all foods that contain gluten. But 
because following a restricted diet can be difficult, in-
vestigators are exploring other options for patients, such 
as those listed below. These are early days in the pro-
cess; no drug in the table has yet reached the advanced 
clinical trials needed to gain marketing approval.  n

Drug Name (Investigator/Status)

No drug (University of Maryland and, 
separately, Marche Politechnic University, 
Italy/in human trials)

ALV003 (Alvine and, separately, ANPEP at 
VU University Medical Center, the Nether-
lands/in human trials)

Larazotide (Alba Therapeutics/in human 
trials)

No name (Numerate and Stanford  
University/under study in the laboratory) 

Mimics of gluten (Leiden University, the 
Netherlands, and, separately, Stanford 
University/under study in the laboratory)

Nexvax2 (Nexpep, Australia/in human 
trials) 
 
 

CCX282-B (Chemocentryx/in human trials) 

Hookworm parasites (Princess Alexandra 
Hospital, Australia, and collaborators/in 
human trials)

Therapy

Avoid gluten in the diet of infants 
through their first year of life 

Degrade otherwise indigestible 
gluten fragments, so they cannot 
evoke an immune response

Block zonulin from making the gut 
permeable

Keep tissue transglutaminase from 
modifying gluten fragments in ways 
that stimulate the immune system

Stop HLA-DQ2 from attaching to 
gluten peptides and displaying them 
to helper T cells

Vaccinate patients with selected 
gluten fragments to induce helper 
T cells to tolerate, rather than react 
to, gluten displayed by HLA-DQ2 
molecules.

Block migration of killer T cells into 
the intestinal lining

Start a hookworm infection (the 
parasites dampen a host’s immune 
responses in the gut)
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Thundergod vine and white peony root are both 
approved by the Chinese State Food & Drug Admin-
istration. As such, these herbs are sold as chemical 
extracts and dispensed in pill form. Their production is 
monitored under strict safety regulations so that each 
pill has a standard amount of active ingredients and 
minimal amount of toxicity. This stands in contrast to 
the situation in the United States where most Chinese 
herbs are sold in whole dried form, brewed in boiling 
water, and then taken as a liquid. No guarantee can be 
made about the amount of active ingredients or toxic-
ity in each liquid concoction.

At this time, these herbs are not being used to treat 
Sjögren’s patients in the United States. They are not 
approved by the U.S. Food & Drug Administration. 
Though these herbs may be available for purchase, 

“Information You Requested” continued from page 11 t

they are not inspected for quality and purity, which 
is concerning for potential toxicity associated with 
impure herbs. Furthermore, these herbs are not avail-
able as chemical extracts in the U.S. so no guarantee 
can be made about the amount of active ingredient or 
toxicity in the herbs.

Aileen Chang

Third-Year Medical Student,  
University of Pennsylvania 
School of Medicine

2008 Sjögren’s Syndrome 
Foundation Student  
Fellowship Recipient
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as	a	Sjögren’s patient, it’s easy to feel confused or overwhelmed by the abundance of information 
available about the illness and how it affects your body. But now there is a wonderful opportu-
nity to Empower Yourself and take more control of your health and day-to-day living by learning 

from the best minds dealing with Sjögren’s. This April, join fellow Sjögren’s patients and their family 
members, as well as healthcare professionals and other experts who specialize in Sjögren’s, at the 2010 
SSF National Patient Conference in San Francisco, 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 fea-
ture an array of presentations from the country’s leading Sjögren’s experts – physicians, dentists, eye care 
providers, and researchers – who will help you understand how to manage all key aspects of your disease. 
Presentation topics will include:

•	Overview of Sjögren’s Syndrome	 •	Neuropathy in Sjögren’s	

•	CNS Disease in Sjögren’s	 •	Sjögren’s Survival: A Patient Perspective
•	Lung Complications	 •	The Doctor/Patient Relationship
•	Dry Eye and Dry Mouth Issues	 •	Nutrition and Sjögren’s

•	Heart Disease: The Impact of Inflammation & Autoimmune Diseases

So this April 9-10, we invite you to come to San Francisco, California, and experience  
a weekend to Empower Yourself as you gain knowledge and heighten your 

understanding of Sjögren’s at the 2010 National Patient Conference!

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

“Empower Yourself”



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

2010 SSF National Patient Conference

April 9–10, 2010
San Francisco, California

at the
San Francisco Airport Marriott

“Empower Yourself”

2 0 1 0  n A T i o n A l  P A T i e n T  C o n F e r e n C e
a P r i L 	 9 – 1 0 , 	 2 0 1 0

• Refund requests must be made in writing. Registrants whose written request is received by March 26, 2010 will receive a 75% 
refund. After that time, we are sorry that no refunds can be made.

• Dietary Requests: Unfortunately, we cannot accommodate all special dietary requirements. We can accommodate vegetarian or 
gluten-free dietary requests. If you require a vegetarian or gluten-free meal option, please contact Stephanie Bonner at the 
SSF office (800-475-6473 ext. 210) by March 26th.

• A limited number of rooms are available at the San Francisco Airport Marriott (1800 Bayshore Highway, Burlingame, Cali-
fornia 94010) at the SSF rate of $129 per night plus tax if reservations are made by March 15, 2010. Call the toll-free 
hotel reservation number at 800-228-9290 or call the San Francisco Airport Marriott directly at 650-692-9100 and refer to the 
group name “Sjögren’s Syndrome Foundation” for the discounted rate.

• The San Francisco Airport Marriott provides a complimentary shuttle service to/from the San Francisco International Airport. 

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

o Enclosed is a check or money order (in U.S. funds only, drawn on a U.S. bank, net of all bank charges) payable to SSF.

o MasterCard   o VISA   o AmEx    Card Number  ______________________________________   Exp. Date  _______________

Signature  ________________________________________________________________ CC Security Code _______________

1 
AttenDee – complete for each registrant

Attendee Name(s)  _____________________________________________________________________________

Attendee Name(s)  _____________________________________________________________________________

Street Address  ________________________________________________________________________________

City  ______________________________________   State  _______________    Zip  _______________________

Telephone  _____________________________________  E-mail  ________________________________________

2 Fees – please circle appropriate fee(s) (Note: Early Bird Deadline is March 15, 2010)
 March 15th and before March 16th and after
SSF Members & Guests $165 per person $185 per person
Non-Members $190 per person $210 per person

 TOTAL:



The Moisture Seekers
Sjögren’s	Syndrome	foundation	inc.
6707	Democracy	blvd.,	Ste	325
Bethesda, MD 20817

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

NoNProfit org.
U.S. PoStage

PAID
JefferSoN City, Mo

PerMit No. 210

Have you or someone you know ever thought about running a marathon?
Do you have a desire to challenge yourself?
Do you want to make a difference for Sjögren’s syndrome?

Then join Team Sjögren’s and train to participate in the 
2010 Country Music Marathon & Half-Marathon  
in Nashville on April 24, 2010.

We are looking for 20 inspired individuals to join us as we  
begin to train for this challenge. We understand that not all  
Sjögren’s patients are able to participate 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!

To sign up, contact Elyse Jordan  
directly at (800) 475-6473 ext. 217  
or ejordan@sjogrens.org

Nashville isn’t just the Capital 
of Country Music, It’s also the home of the

Country Music Marathon  
and Half-Marathon

Join

and become a Sjögren’s Star.


