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center

SAVE THE DATE

DATE: Monday, May 23, 2005
6:30 p.m. Cocktails
8:00 p.m. Concert

EVENT: Spring Forward for
Celiac: A Gala Concert
to Benefit the Celiac
Disease Center at

Columbia University

LOCATION: Tilles Center for the
Performing Arts,
C.W. Post Campus,
Long Island University,
Greenvale, NY

TICKETS: Call (516) 244-7334 or
www.tillescenter.org

Celiac disease will take center stage
at Tilles Center for the Performing
Arts, Monday, May 23, 2005.

The Celiac Disease Center at
Columbia University will host Spring
Forward for Celiac: A Gala Concert
to Benefit the Celiac Disease Center
at Columbia University, which will
bring an unprecedented opportunity
for each of you to help shape the
future of celiac disease by joining

us for an evening of spectacular per-
formances including Grammy award-
winning saxophonist Richie Cannata,
acclaimed pianist and recording artist
Laura Leon, the dynamic actor, writer
and former member of '‘Stomp' Peter
Michael Marino, the celebrated
contemporary dance artist Alan
Danielson, international singing artist,
actress and Tony nominated director
Eleanor Reissa, and members of the
internationally renowned Schade
Academy of Irish Dancing.

Tickets are still available. For infor-
mation or to purchase tickets for this
spectacular event, please call (516)
244-7334 or purchase tickets online
at www.tillescenter.org.

All proceeds will fund research at
the Center. Please join us for a spec-
tacular evening!

P e it

ISSUE #1  May/June 2005

Celiac Disease Center’s Family Screening Fair

The first annual Celiac Disease Center’s Family Screening Fair was held Saturday, April
2, 2005, at the Columbia University Medical Center. The screening was open to first and
second-degree relatives of individuals with celiac disease who were on a regular gluten
containing diet and 6+ years of age. There were 412 attendees and 290 first and sec-
ond-degree relatives were screened for celiac disease. Dr. Ted Malahias was also
screening patients for any indication of dental enamel defects.

There were seven educational sessions throughout the day. Topics included a celiac

disease overview, nutrition and a gluten-free diet, serologic diagnosis, amazing grains
and research leading to therapies. Anne Lee led the morning and afternoon teen cook-
ing program with the chef from CUMC. Kiwi the Clown made a big splash with the kids!

Celiac disease is a digestive disease that damages the small intestine and interferes
with absorption of nutrients from food. People who have celiac disease cannot tolerate
a protein called gluten, which is found in wheat, rye, and barley. When people with celi-
ac disease eat foods containing gluten, their immune system responds by damaging the
small intestine. Specifically, tiny fingerlike protrusions, called villi, on the lining of the
small intestine are lost. Nutrients from food are absorbed into the bloodstream through
these villi. Without villi, a person becomes malnourished--regardless of the quantity of
food eaten.

Because the body's own immune system causes the damage, celiac disease is consid-
ered an autoimmune disorder. However, it is also classified as a disease of malabsorp-
tion because nutrients are not absorbed. Celiac disease is also known as celiac sprue,
nontropical sprue, and gluten-sensitive enteropathy.

Because celiac disease is hereditary, family members--particularly first-degree
relatives--of people who have been diagnosed should be tested for the disease. About
10 percent of an affected person's first-degree relatives (parents, siblings, or children)
will also have the disease. The longer a person goes undiagnosed and untreated, the
greater the chance of developing malnutrition and other serious complications.

The Center would like to thank IMMCO Diagnostics, Inc. for underwriting the blood
screening portion of the Celiac Disease Center’s Family Screening Fair. Also, we would
like to thank Sue Goldstein, Sheila Murphy and our many volunteers for their commit-
ment, support and enthusiasm! It was a great day for the celiac community and for
everyone involved. The event was a huge success!
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EVENTS Message from the Director

Friday, September 16, 2005
Topics in Gastroenterology, Celiac
Disease and Beyond

9:00 a.m. - 5:00 p.m.

Columbia University Medical Center
Bard Hall, Haven Avenue

(between 168 & 169th Streets)

This is a Continuing Medical
Education Symposium that is open
to all physicians, dietitians,nurse
practitioners, physician’s assistants
and other health care providers.
Topics include food allergies, celiac
disease, sugar intolerances and
compliance mechanisms. Online
registration begins June 30, 2005.

Saturday, September 17, 2005
Patient Education Day

9:00 a.m. - 5:00 p.m.

CUMC, Hammer Building

701 West 168th Street

(at Fort Washington Avenue)

This years program will feature sessions
on neurologic complications of celiac
disease, diabetes and celiac

disease, and research developments.
There will be a Teen Corner which

will feature coping strategies, socially
navigating on the diet, and cooking.
There will be a children’s corner with
entertainment. Online registration
begins June 30, 2005.

Saturday, October 29, 2005

The Center's Annual Halloween Bash!
7:00 p.m. - midnight

Costumes mandatory! Gourmet dinner,
open bar, prizes and The Crossroads
Band! All proceeds go toward funding
research and education at the Celiac
Disease Center. For additional informa-
tion please contact Lisa Murphy at
shopthemaxx @yahoo.com

Thursday, November 10, 2005
The Fourth Annual Celiac Disease
Center Benefit Reception

6:00 p.m. - 9:00 p.m.

Americas Society

680 Park Avenue (at 68th Street)
New York, NY

November 9-11, 2006

Xl International Celiac Disease
Symposium 2006

Hilton Hotel, New York, NY

In 2006, celiac disease will take
center stage in New York City.

The Celiac Disease Center will host
the XIl International Celiac Disease
Symposium 2006. Online registration
begins August 1, 2005.

We hope the new format for our monthly newsletter is inviting and informative. This newslet-
ter reflects, as does the very creation of the Celiac Disease Center at Columbia University,
the result of the important convergence of scientific advances, unmet medical needs, and
the generous support from public and private sectors. The information you will see tracks our
progress in combining and optimizing these forces toward the goal of developing a

therapy for celiac disease.

We think that you will be encouraged by the fast pace of research activities at the Center,
as we expand our research portfolio to include eleven ongoing research studies along with
a new immunology research laboratory to further our understanding of the various compo-
nents of the immune system involved in causing Celiac disease.

From the early origins of the Center, where the excitement was based on the potential of the
science, our research has evolved to the point where the value of the science is self-evident
and will continue to transform the way we recognize, diagnose and treat celiac disease.

You will appreciate the urgency of our task as you discover that celiac disease is very far
from rare. An estimated 3 million Americans are afflicted with the disease. Today, fully 97%
of this population remains undiagnosed!

You will also learn about the complex arena in which we work and the multiple issues with
which we deal on a daily basis - from scientific research, breakthroughs in celiac disease,
outreach, education, nutrition programs, family screening, legislative initiatives and advocacy.

Clearly, the most pressing issue for the Center is to do well with the opportunity presented
to us. | hope that we will have made continuing progress in improving research, and | think
we have a real opportunity to do that with the current research staff and proper funding so
we may aggressively change our approach to celiac disease and radically improve our abil-
ity to control a disease that affects 1% of our population.

In 20086, celiac disease will take center stage in New York City. The Celiac Disease Center
will host the XII International Celiac Disease Symposium 2006, which will bring an unprece-
dented opportunity for each of you to help shape the future of celiac disease by participat-
ing in the International Celiac Disease Symposium 2006, November 9-11, 2006 at the Hilton
NY Hotel, New York City.

The symposium is expected to attract upwards of 2,000 healthcare industry leaders, clini-
cians, nutritionists, diagnostic and pharmaceutical executives, scientists, policy makers and
journalists and will touch on every aspect of adult and pediatric celiac disease - diagnosis,
treatment, business development, science and public policy - and has emerged as the sin-
gle most important forum for bringing together the players who will determine the nature of
celiac disease and its impact on patients around the globe. Mark your calendars for this
monumental event.

The Celiac Disease Center at Columbia University started from zero four years ago, and
only through remarkable vision and exceptional performance has it reached its current lev-
els, with an annual operating budget of $600,000, as a leading clinical, education, research
and advocacy center in the medical community, for adults and pediatrics and a reach that
extends internationally.

We approach our fifth anniversary with a great deal of enthusiasm. Our physician and
patient education programs are providing patients with better access to proper testing, diag-
nosis, treatment and follow-up care. Our nutritional programs are helping patients navigate
life-long gluten-free eating habits.

The Celiac Disease Center at Columbia University exists today because of the generous
gifts of many individuals. The Center could not operate without the major gifts that serve as
the impetus for our research and physician and patient education programs. Thank you for
your generous support.

We invite you to continue to participate in this unique and important organization, confident
that together we can profoundly improve the lives of celiac patients around the globe. Best
wishes for a healthy, prosperous spring season.

Peter Green, MD
Director, Celiac Disease Center at Columbia University
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Nutrition Corner

Spring has finally arrived. With the sunshine and warmer temper-
atures we often think of lighter meals and dishes. By lighter we
often think of both lighter in calories and fat content. As you will
see, you do not need to sacrifice flavor for less fat, calories or
gluten content.

Herbs and spices can transform a common salad, grilled chicken,
or hamburger into a gourmet dish. Use fresh herbs and spices as
often as you can as these are more pungent and flavorful.

But don’t despair if you don’t have your own kitchen garden as
many local supermarkets and health food stores carry a great vari-
ety of fresh herbs and spices in the produce section. Or you could
be adventuresome and try a small window pot of your favorite fla-
vor. Basil, parsley and rosemary are hearty window safe varieties
that are easy to grow.

The most important aspect of using herbs and spices is just that--
use them! Don't be intimidated by the name or unfamiliarity. Try
new flavors; mix and match and be adventurous!

Don't be afraid to include your new found herbs in your marinade
for meat, fish and poultry prior to grilling for your tossed salad.

Recipes of the Month

Pickled Beet Salad
Ingredients

2

Here are a few suggestions:

Chicken

Cranberry marinade with orange peel and allspice
Sun dried tomatoes with basil and chive marinade
Kebobs with rosemary, lemon and parsley

Fish

Mango salsa with red onion and cilantro and chive
Lemon juice with basil and thyme

Fennel and lemon

Pork

Apple slices with cinnamon and nutmeg

Sage and thyme

Coriander and mint

Salads

Fresh cilantro, basil, chives, leek and fennel - no lim-
its!

Grilled vegetables

Oregano, garlic and dill

Lemon grass and cumin

Experiment and enjoy!

Quinoa Salad
Ingredients

cups quinoa cooked

2 bunches of fresh beets, boiled, skinned and cut into wedges
or

2 cans beets

/ cup Balsamic vinegar

2 tsp sugar

1 can mandarin oranges; juice and fruit

/ cup coarsely chopped walnuts

fi cup crumbled feta cheese

/cup chopped fresh scallions

fi tsp garlic salt

Directions

1. If using fresh beets, boil till fork tender. Drain.
Skin and cut into wedges.

2. Drain juice from oranges into bowl, putting the
oranges aside.

3. Mix the juice, vinegar, garlic salt and sugar together

till well mixed.

. Add beets scallions and nuts to liquid mixture.

. Marinate for 2 to 4 hours.

. Add oranges and feta cheese just before serving.

7.Toss to mix.

()& I
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Celiac Disease Center at Columbia University

red grapes

rind from one orange

1/4 cup sun flower seeds

1/2 cup cubed

feta cheese

3 Tablespoons balsamic vinegar
juice from one orange

salt and pepper to taste

Directions

1. Prepare the quinoa as per package directions. Let cool.
2. Scrape rind from one orange, set aside in large bowl.
3. Squeeze the juice from the orange into the bowl.

4. Cut grapes into halves, place in bowl.

5. Add vinegar, sunflower seeds, salt and pepper to juice.
6. Stir till mixed.

7. Add quinoa and feta stir until well mixed.

Serve chilled as side salad or main dish.

Irving Pavilion, 161 Fort Washington Avenue, Suite 645, New York, NY 10032

Telephone: 212.305.5590 ¢ Fax: 212.305.3738
www.celiacdiseasecenter.columbia.edu

e Email: celiac@columbia.edu
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Our Commitment to Research

Celiac disease is a chronic inflammatory dis-
ease of the small intestine (gut) that is precip-
itated by ingestion of gluten (found in wheat,
barley, etc.) in genetically predisposed individ-
uals. When people with celiac disease eat
foods containing gluten, their immune system
responds by damaging the small intestine.
Because the body's own immune system
causes the damage, celiac disease is consid-
ered an autoimmune disorder. The resulting
damage to the small intestine makes it hard
for the body to absorb nutrients, fluids and
electrolytes leading to symptoms such as diar-
rhea, weight loss and other gastrointestinal
symptoms.

The immune mechanism that leads to the
intestinal damage in Celiac disease has sever-
al components:

1. Gliadin, a part of gluten that triggers the
immune response;

2. An endogenous enzyme - tissue transgluta
minase (tTG) found in the gut;

3. The genetic component - major histocom
patability complex locus HLA-DQ;

4. T cells- the major players of the immune
system that initiate the damage and,;

5. Autoantibodies and cytokines (and the cells

that produce them) -the mediators of the
damage to the gut.

The interplay between these components
is broadly outlined in the picture above.
Once the gliadin passes through the
mucosa of the gut it binds to the major his-
tocompatability complex HLA-DQ of
immune cells known as antigen presenting
cells. The binding of gliadin only occurs in
individuals that have HLA-DQ2 or DQ8 on
their antigen presenting cells and the bind-
ing is facilitated by the enzyme tissue
transglutaminase. The gliadin bound to the
HLA-DQ molecule of the APC then comes
into contact with T cells and activates these
cells which then triggers a cascade of
events (such as the production of autoan-
tibodies and cytokines) leading to the
intestinal damage.

The overall goal of the Celiac Disease
Center's new Immunology Research
Laboratory is to further our understanding
of the various components of the immune
system involved in causing Celiac disease.
A better understanding of the immunology
of celiac disease will help us design more
sensitive diagnostic and prognostic labora-
tory tests and also, more importantly,
identify new forms of therapy.

RECENT ARTICLES

Green, MD, P. H.R. The Many
Faces of Celiac Disease: Clinical
Presentation of Celiac Disease in
the Adult Population.
Gastroenterology. April 2005: S74-
S78.

D’Amico, MD, M., Holmes, PhD,
J., Stavropoulos, MD, S. et al.
Presentation of Pediatric Celiac
Disease in the United States:
Prominent Effect of Breastfeeding.
Clinical Pediatrics. April 2005:
249-258.

Alaedini, PhD, A. and Green, MD,
P. H.R. Narrative Review: Celiac
Disease: Understanding a
Complex Autoimmune Disorder.
Annals of Internal Medicine.
February 15, 2005: 289-299

Bai, D., Brar, P, Holleran, S.,
Ramakrishnan, R. and Green, P.
H.R. Effect of gender on the mani-
festations of celiac disease:
Evidence for greater malabsorp-
tion in men. Scandinavian Jounal
of Gastroenterology. 2005;40:183-
187

Sharaf, R.N., Verna E.C. and
Green, PH.R. The international
face of coeliac disease. Digestive
and Liver Disease. August 21,
2004. 712-713.

Our Mission

To redefine the future of celiac
disease and treatment on an
ongoing basis, through continuing
advances in biomedical research,
patient care, and physician and
public education.

@ CorumMBIA UNIVERSITY MEDICAL CENTER

Celiac Disease Center at Columbia University

Irving Pavilion, 161 Fort Washington Avenue, Suite 645, New York, NY 10032
Telephone: 212.305.5590 ¢ Fax: 212.305.3738 e Email: celiac@columbia.edu
www.celiacdiseasecenter.columbia.edu
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Follow-Up Guidelines

Patients with celiac disease have traditionally been left on their own with-
out interested physicians to follow them through their lifelong illness. There
is a considerable body of literature to support the concept that patients that
do the best are those that are followed by physicians that have interest and
knowledge in their disease in addition to regular, well-founded nutritional
advice. The reason for the latter is that gluten-free foods may lack essen-
tial nutrients.

We recommend the following guidelines to follow:

1) annual visits that includes a physical examination;

2) periodic blood test to assess for nutritional deficiencies and to check
celiac antibodies;

3) annual visits with an experienced dietitian that would review both the
adherence to the gluten-free diet and the nutritional quality of this diet;

4) appropriately timed follow biopsies;

5) advice regarding the assessment of potential complications of celiac
disease;

6) the timing of appropriate vaccinations;

7) advice concerning the screening of family members

The physicians and nutritionists at the Celiac Disease Center are
very interested in following patients to ensure that complications
of celiac disease do not occur.

An Invitation

The Celiac Disease Center at Columbia University could not have been
established nor would it exist today without the generosity of many individ-
uals. The Center continues to depend upon major gifts to continue its vital
work on the leading edge of research, treatment and advocacy. If you
would like to share in the effort to insure a better life for celiac patients, we
invite you to join our generous friends in donating to the Center.

With your contribution to the Center's efforts, we can win the battle against
celiac disease through education, research and development of new thera-
pies.

When you support the Celiac Disease Center at Columbia University, you
demonstrate your commitment to a Center that is helping celiacs develop
the tools to take control of their health, become an advocate and save lives
through education and awareness.

As you celebrate the spring season, we hope you will reflect on the role you
can play in contributing toward the highest quality patient care, world-
renowned research and physician and patient education. Whether you are
able to contribute a large or small amount, we know that gifts in any
amount-when taken together-can make a significant difference in the lives
of patients and their families with celiac disease.

Please make checks payable to:

Celiac Disease Center at Columbia University
161 Fort Washington Avenue, Suite 645

New York, NY 10032

For additional information about giving, please contact Cynthia Beckman,
Director of Development at (212) 342.4529, cb2280 @ columbia.edu or visit
us online at www.celiacdiseasecenter.columbia.edu.

Gi;? CorLuMBIA UNIVERSITY MEDICAL CENTER

Celiac Disease Center at Columbia University

Irving Pavilion, 161 Fort Washington Avenue, Suite 645, New York, NY 10032
Telephone: 212.305.5590 ¢ Fax: 212.305.3738
www.celiacdiseasecenter.columbia.edu
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GO AHEAD, ENJOY!

Cutting out wheat, rye and barley
does not in any way mean cutting out
pleasure and excitement at meal-
times! The gluten-free diet offers you
tremendous variety.

The fact is, most foods are perfectly
safe for you. A luscious bit of steak, a
juicy pear, crunchy sugar-snap peas,
or a baked sweet potato topped with a
lovely little glob of butter will never
trigger celiac problems. The thing to
remember is, when food has been
processed, trouble can begin. Crusts,
coatings, sauces and gravies are pre-
dominantly made with flour - although
they don't have to be. The rule is,
therefore, the plainer the food the
better.

The "Go Ahead and Enjoy It" List...

Meats, poultry, and fish

All dairy products

All fruits

All vegetables

All beans and lentils

Every variety of nuts and seeds

In the starch category, corn, potatoes,
sweet potatoes, parsnip, turnip,
yucca, and all the other tubers

And good news! There are actually
many delicious grains that pose no
problem for you either. They don't
contain the same toxic protein
sequence that wheat, rye and barley
do.

The Safe Ones

Buckwheat

Indian grass

Millet

Quinoa

Rice: brown, white, or wild

Teff

Amaranth

Corn

Oats - but please be careful! Although
oats are a safe grain, they're often
processed in facilities that are not
gluten-free.

The Toxic Ones

Wheat in all its forms, including
kamut, semolina, spelt, triticale and
others

Barley, including malt

Rye



EXERCISE

Get Out There And Work Up
an Appetite!

Everyone should get some exercise
at least three times a week. In addi-
tion to cardiac and weight-manage-
ment benefits, a regular exercise rou-
tine is very beneficial for bone health
and energy levels, and it absolutely
reduces stress.

By exercise, we don't mean that you
have to be working out in a gym,
though that's certainly a good option.
Since the most important thing is to
keep at it, choose a couple of activi-
ties that you really and truly enjoy.
These can be dancing, walking, run-
ning or vigorous house or yard work
just as well as cycling or using a
treadmill.

The idea is to develop a weekly pro-
gram of 3 or more 30-minute ses-
sions. But if that's too much to handle
at first, try starting with 10-minute
sessions and work (or play) your way
up. The important thing is to get start-
ed. You can do it!

Stick with the program faithfully, and
you'll be amazed at the duration and
intensity you'll find yourself able to
handle.

Participate

You can participate in many ways to
support campaigns, events or other
projects coordinated by the Celiac
Disease Center at Columbia
University.

For example, join our mailing list,
become a volunteer, bring up the
issue of celiac disease and the need
for a therapy to the attention of your
local paper or elected official or con-
tribute ideas to our website or
newsletter. Get involved--we need
your help.

Also, we hope the new format for our
monthly newsletter is inviting and
informative. Please let us know your
thoughts and ideas about content for
future newsletters.

We are very intereted in hearing from
you. Please send your comments to
celiac @ columbia.edu.

Frequently Asked Questions...

Does celiac disease have a genetic predisposition?

Yes. Celiac disease is a genetic disease, meaning that it runs in families.
Sometimes the disease is triggered--or becomes active for the first time--after
surgery, pregnancy, childbirth, viral infection, or severe emotional stress.

Because celiac disease is hereditary, family members--particularly first-degree
relatives--of people who have been diagnosed should to be tested for the dis-
ease. About 10 percent of an affected person's first-degree relatives (parents,
siblings, or children) will also have the disease.

The longer a person goes undiagnosed and untreated, the greater the chance
of developing malnutrition and other serious complications. This delay dramati-
cally increases an individual's risk of developing other autoimmune disorders
including type 1 diabetes, thyroid disease, rheumatoid arthritis, liver disease,
lupus, or even cancer. They only treatment for celiac disease is to follow a
gluten-free diet.

When should children be tested for celiac disease?

Children can be tested at any time for the gene (HLA DQ2/8) this will determine
if they have the possibility of ever getting celiac disease. To have the disease,
they need to be eating gluten. We recommend that children eat a regular diet
and be tested at age 5 to 7 years, unless symptoms occur prior to that.

Are oats safe for celiacs?

We generally recommend clean oats for people with celiac disease because
most (99%) tolerate them fine. Oats add fiber and diversity to the diet.
McCann's Irish Oats and Country Choice Oats are manufactured, handled and
packaged in a dedicated facility that eliminates cross contamination issues.
These oats are readily available at most grocery and specialty gourmet stores.

Is it possible to outgrow celiac disease?

No. It is a life long illness. There does appear to be a period in which people
outgrow the symptoms. This occurs when people who are ill with the disease,
are diagnosed and go on a gluten-free diet, after a period of time they find they
can ingest gluten and not have diarrhea. But in fact, each time they are ingest-
ing gluten, they are creating an ongoing inflammatory process in the intestine
that may lead to the long term complications of celiac disease without ever hav-
ing diarrhea again! This most frequently occurs in childhood celiac disease
when it is known in adolescence that the ingestion of gluten may not cause the
symptoms.

You'll Make A Great Teacher

Parents can safely assume that very few people know the principles of a safe
celiac diet. Education is desperately needed. And there's so much you can do.

Basic informational pamphlets and booklets are available from the Center and
various support groups. Grab an armful, and be generous with them.
Distribute them in school, share them with your friends, and especially, get
them into the hands of anyone expected to come into contact with a child with
celiac disease.

Providing a specific list of allowed, safe foods to anyone and everyone who
may be offering the child something to eat is a very effective way to decrease
the stress and insecurity of social situations for your kid.

Getting others aware and involved will take time, patience, and a lot of repeti-
tion. But it can make a big, positive difference in your child's life.

Celiac Disease Center at Columbia University May/June 2005 Newsletter
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