
CDF Represents You at ICDS
The largest international gathering of 
professionals in the field of celiac disease 
focused on the latest developments.
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The New York City 
Marathon has grown 
from a Central Park 

race with 55 finishers to the 
world’s biggest and most 
popular marathon, with 
50,530 finishers in 2014! This 
year’s TCS NYC Marathon 
will take place November 1, 
2015. CDF Team Gluten-Free 
is proud to be running the 
Marathon, and we want you 
to join us! Team Gluten-Free 
runners from across the 
country will travel to New 
York to run the 26.2 miles 
together with one common 
goal: to increase the rate of diagnosis of celiac 
disease. Already have a guaranteed entry?  
You can still run as a TGF Member! Email  
gillian.entin@celiac.org to learn how. 
The money raised by Team Gluten-Free 
participants funds Celiac Disease Foundation’s 
education, advocacy, and research programs. 
On Your Mark, Get Set, GO! 

Meet the five runners for  
Team Gluten-Free
Brian Simeon: Our daughter was diagnosed 
with celiac disease at the age of three. We 
had never heard of celiac disease before. 
Within 24 hours of being gluten-free, 
we noticed a huge improvement in her 
personality. She was finally feeling better 

and was much happier. 
Today, she is 11 years old 
and is healthy and very 
active. My wife and I have 
been running together 
for a few years, and even 
our kids are now running 
5K races with us. Running 
has become our family 
activity.  Running 26.2 miles 
is not an easy venture, but 
neither is having celiac 
disease. I am running for 
my daughter and everyone 
else who suffers from celiac 
disease and other gluten 
sensitivities. I want to help 

make a difference in their lives.

Leah Ofsevit: Leah is a yoga-loving runner 
who has been living gluten-free since 2009. 
She blogs about living a healthy, affordable, 
gluten-free lifestyle in Boston and beyond. 

CDF Team Gluten-Free Runs the New York City Marathon

It’s Time For Back-to-School
CDF Registered Dietitian Nutritionist, Janelle 
Smith, highlights tips and tricks to help your 
child manage the gluten-free diet in school. 

Page 7

Your Voice is Heard in D.C.
Decision makers in the federal healthcare and 
health research industry are paying attention 
to a disease that impacts millions. 

Page 8

Continued page 4

Team Gluten-Free members united to take action for celiac disease
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Dear Friend,   

I have long supported walks and runs for charitable causes. In fact, before I became CEO of 
Celiac Disease Foundation, my son Henry and I participated in both the Los Angeles and 
Pasadena Marathon 5K Runs/Walks to raise funds for Team Gluten-Free. I walked, Henry ran.
This is probably why I was so moved when I read the stories of our volunteers who are 

running the New York City Marathon on November 1, 2015 on behalf of Team Gluten-Free. Two 
of the runners, Leah Ofsevit and Peggy Weiss, have celiac disease. Each thoughtfully explains 
on her personal fundraising page the sense of devastation she felt when initially diagnosed 
with the disease. With the help of the information and the community they found at CDF, today 
each is a vibrant, successful woman committed to giving back. I admire their courage, their 
perseverance, and their passion.  I am grateful that they chose CDF as their charity.

The other four runners, Brian Simeon and his wife Heather, Joshua Tennison, and Jose 
Sanchez-Seara, are running in the marathon because each have children diagnosed with 
celiac disease. As the mother of a child with celiac disease, I know that I would do anything – 
even run a marathon – if I thought it would help my child, as well as all of the other children 
out there with the disease, both diagnosed and undiagnosed. As I write this, I still want to 
know the long-term implications of the disease for my child. I want to know about possible 
co-morbidities with other diseases. I want to know why it took so many visits to pediatricians 
and other doctors to get the correct diagnosis to stop my child’s suffering. I want to know why 
there is no alternative to the gluten-free diet. I want to know why there is no cure. 

So do these parents. That is why they are running in support of TGF.
I urge you to visit their TGF pages and pledge to support one or all of their efforts.  And if 

you are in the New York City area that weekend, please go to the course with your signs and 
your enthusiasm and cheer on our members who are running all those miles to help the celiac 
disease community. Again, I couldn’t be more grateful for this extraordinary group of Team 
Gluten-Free members.  

To learn more about running in a marathon, participating in a run/walk, or hosting your 
own event to help advance the fight against celiac disease, please visit our TGF homepage, at 
celiac.org/tgf. You, too, can take us one step closer to a world without celiac disease.

20350 Ventura Blvd. Suite 240
Woodland Hills, CA 91364
(818) 716-1513 • info@celiac.org

Marilyn G. Geller
Chief Executive Officer

Marilyn’s Message

INSIDE this issue

CDF INSIGHT is a quarterly publication of Celiac Disease Foundation. Reproduction of this newsletter in whole or in part is prohibited 
without the express written consent of the publisher. Opinions expressed in articles are those of the author and are not necessarily 
endorsed by CDF. Acceptance of advertising for products or services does not in any way contstitute endorsement by CDF. All 
donations are tax deductible. Please visit celiac.org for more information. ©2015 CELIAC DISEASE FOUNDATION. Publisher: CDF; Editor: 
Talia Hassid; Contributing Staff: Gillian Entin, Janelle Smith, Garrett Prince; Advertising: Deborah Ceizler; Design: Annette Earling/ZaZa 
Design; Printing: Sundance Printing. Printed with soy ink on partially recycled paper.
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Celiac Disease Foundation offers a 
nationwide network of Chapters and 
Support Groups to help individuals 

with celiac disease and other gluten-related 
disorders live a happy, healthy gluten-free life. 
CDF Chapters and Support Groups deliver 
community education programs, host events, 
and meet monthly to provide those living 
with celiac disease and gluten sensitivity 
peer-to-peer support, information, advice, and 
encouragement. We recently held another 
Support Group Facilitator Training, and are 
pleased to announce the addition of two new 
Support Groups to our existing network: the 
Celiac Disease Foundation Stanwood Support 
Group, and the Celiac Disease Foundation 
Jefferson City Support Group, which will be up 
and running in fall 2015. If you live in the area, 
this is your chance to get involved with the local 
gluten-free community! 

Furthermore, this year, we are proud to 
announce the launch of a new program – a 
division of our Support Groups – called CDF 
Support Contacts. While our current Support 
Group Facilitators are encouraged to meet 
once per month, invite speakers to their 
meetings, and host events, the CDF Support 
Contacts route is geared toward individuals 
who want to be involved with CDF and 
provide guidance and advice to those with 
celiac disease and other gluten-related 
disorders, but who do not hold meetings. 
Support Contacts are listed on celiac.org 
with their name, a short bio, and contact 
information for local individuals to reach  
out for information and assistance. If you  
are interested in starting a Support Group  
in your area, or becoming a Support 
Contact, please email Talia Hassid, at 
talia.hassid@celiac.org

Chapters and Support Groups Update

Leah works in nonprofit fundraising, and is 
pursuing her MBA in Public and Nonprofit 
Management. When she isn’t running or 
blogging, she loves exploring the fantastic 
city of Boston, and spends as much time as 
she can cooking, skiing, hiking, and hanging 
out in Maine and New Hampshire. “I’m 
running for Team Gluten-Free to support 
education, early diagnosis, and research, and 
to show the world that you don’t need gluten 
to run 26.2 miles!”

Joshua Tennison: I enjoy running and have 
completed several half marathons and two 
full marathons. I always ran for fitness and 
fun. Now, I run with a stronger purpose – to 
raise money and awareness for celiac disease. 
I have a child who was diagnosed with celiac 
disease a little over a year ago. I want to show 
her that when you are faced with a challenge, 
you should embrace it, advocate for yourself 
and others, educate to the best of your ability, 
and try new things – like the New York City 
Marathon. What seems to be life’s biggest 

hurdles often provide you with life’s biggest 
rewards.  I run to increase the awareness of 
celiac disease and to inspire my daughter.

Peggy Weiss: I have been living with celiac 
disease for 10 years. As a lover of pizza and 
bagels, I was devastated by my diagnosis. 
But I soon learned that understanding the 
disease was, in fact, empowering. I slowly 
began to regain my former strength and 
energy. I am so thankful that Celiac Disease 
Foundation has raised such awareness of 
the disease. Feeling healthy despite celiac 
disease has also allowed me to pursue my 
passion for running. I am so excited to be 
running the NYC Marathon in support of CDF. 

Jose M Sanchez-Seara: My daughter, 
Alejandra, was diagnosed with celiac disease 
as an infant. Alejandra is now nine years old, 
and she loves skiing, dancing, and playing 
music. She is the perfect example that celiac 
disease should not be a handicap, if properly 
treated. I have played different kinds of sports 

Marathon Continued from page 1

Gluten-Free 
Allergy-Free 
Marketplace 
Drawing Winner 
Announced!

Celiac Disease Foundation 

is proud to announce the 

launch of a new program, the 

Gluten-Free Allergy-Free Marketplace 

Giveaway. Every month, CDF will 

select one lucky winner from those 

who sign up to receive Marketplace 

updates. The winner for the August 

drawing was Jessica G., who received 

a one year supply of Blue Diamond 

Nut Thins. Congratulations, Jessica!  

To be among the first to find out 

about our upcoming giveaways and 

special news and updates, visit 

celiac.org/marketplace

Get the App!

all of my life, but I have never been a runner 
until recently. I’ve never run a marathon, but 
I cannot imagine a better reason to do so by 
pushing myself physically and raising funds 
for a great cause. I needed a new challenge, 
and my adorable celiac daughter, Alejandra, 
convinced me to run my first marathon ever 
and help kids with her disease, and to raise 
funds for CDF. Go TGF Go!

Interested in donating to Team Gluten-Free? Visit celiac.org/teamglutenfree



     FALL 2015 CDF INSIGHT  •  5

None

BDI-NTT-O55228
Blue Diamond Nut-Thins Page Print

None Celiac Disease Foundation
7.5” x 9.5”
None
None

None
None
None

NY

Miriam Lee

Alex Anderson

Emma Brooke

Stephanie Jouko� 

Adam Anderson

None

Michael Brady

Shawn 

Miriam Lee

Nut-Thins_Headline_Art.psd (CMYK; 577 ppi), 4.25oz Box Almond Nut-Thins Left Angle_2_CMYK.psd (CMYK; 816 ppi), celiac_
sponsor_logo_square_CMYK.ai

2-12-2015 11:02 AM

None100%

Gotham (Light, Book)

 Cyan,  Magenta,  Yellow,  Black

M55228_NutThins_Page_Print_CDF.indd

7.5” x 9.5” 3.0

It’s easy to get obsessed with gluten-free Nut Thins.® 
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pretty irresistible. So come fi nd us in the specialty 
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Back to School 2015

Janelle Smith is a UCLA-educated Registered Dietitian 

Nutritionist. As CDF’s resource to help our community live 

gluten-free, she is here to provide tips and tricks for simple 

and delicious eating throughout the year. To view Janelle’s 

webinars online, please visit celiac.org/webinars

The start of a new school year can be exciting, but also 
overwhelming at the same time. While you’re back-to-school 
shopping for clothes and supplies, make sure to prepare for 

how a gluten-free diet will affect you and your child in the new school 
year. CDF Registered Dietitian Nutritionist, Janelle Smith, helps you 
make it as easy as A-B-C, 1-2-3!

A – Attention to detail
For those with celiac disease and gluten sensitivity, the smallest 
amount of gluten can trigger symptoms, or even intestinal damage 
without symptoms. An example of this toxic amount is the flour that 
would fit under your pinky fingernail. 

Prevent cross-contamination with these sources of gluten:

n Play-doh and craft glue for very young children who might 
stick their hands in their mouth

n Lunch tables: advise your child to always wash hands before 
lunch and eat their lunch out of their lunchbox, not on the 
lunch table

n In high school and college dorms: avoid salad bars where 
croutons and other gluten-containing ingredients are mixed in 

n Shared toasters in dining halls are not okay to share with 
gluten-free foods

Did you know about these “hidden” sources of gluten?

n All licorice and many “straws” or “belts” candy
n Malted candies
n Some low-fat peanut butters
n “Artisan” corn tortillas that are mixed with wheat flour for a 

softer texture
n Almost all vegetarian meat made from wheat gluten: seitan 

and some tempeh
n Cereal with malt flavor or oats that are not labeled “gluten-free”
n Granola bars with regular oats not labeled “gluten-free”

B – Brain food
Learning and studying requires nutrition! Fix nutrient deficiencies that 

may be caused by celiac disease, and get a wide variety of these foods 
to keep your brain and your child’s brain working optimally.

n B vitamins for energy and new cells – found in unrefined whole 
grains, leafy greens, beans, and nuts

n Protein and carbohydrate for energy – from lean meat, whole 
grains, fruit, starchy vegetables, and beans

n Fats for new brain cells – fish, sashimi, flax, chia, eggs (choline) 
(especially for children)

n Minerals (iron, calcium, zinc) often lacking in the gluten-free 
diet: nuts and meat, calcium, fortified soy

C – Community 
School can be a very isolating environment when you have special 
dietary needs that exclude you from the day-to-day activities and social 
trends of your peers. It’s important for children and young adults alike 
to find a sense of belonging at school. Consider these tips to create a 
community that includes people who understand and respect you:

n Join or establish a support group
n Host a Celiac Disease Foundation Team Gluten-Free event that 

your friends can participate in and learn about your condition
n Start a CDF-U Chapter at your college or university
n Give a presentation to your class for a project that teaches your 

peers and teachers about your condition
n Bring over a box of gluten-free snacks to your child’s best 

friend’s house so that there is always something for them to 
share

n Bring gluten-free treats to share with the entire class to prove 
that gluten-free doesn’t taste that different

n Give your child’s teacher some gluten-free treats to keep on 
hand if a classroom party comes up unannounced

Steps for Back to School:
1: Prepare your school to ensure that your/your child’s 

needs are met BEFORE problems arise:

Continued page 13
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In the works
African Safari plus great mini-getaways, and more.

Sante Fe, New Mexico (mini)
May 30 ~ June 3, 2016
Enjoy unspoiled Rocky Mountain vistas, the contrast 
of ancient native culture and modern arts, and the 
legendary cuisine of the Southwest. We’ll relax in rustic 
sophistication at Santa Fe’s leading resort hotel.

Scotland, Ireland & Iceland
May 1 ~ 16, 2016
Of all the world’s holiday destinations, none can match 
Scotland for history and heritage, Ireland for its charm & 
friendliness, and Iceland for… well, discover for yourself the 
uniquely beautiful and dramatic lands of Scot, Ire and Ice.

Paris & Normandy Riverboat
August 13 ~ 23, 2016
Monet. Joan of Arc. Bob & Ruth? 
Join us as we revisit the picturesque 
countryside of Normandy that inspired the French 
Impressionists. Cruise onboard Uniworld’s award-winning 
River Baroness. Plus 2 nights at the Hotel Scribe, your  
luxurious base to explore Paris - “The City of Lights”.  
C’est magnifique!

GLUTEN-FREE

For reservations, information, contact:

Bob & Ruth’s
Gluten-Free Dining & Travel Club

205 Donerail Court
Havre de Grace, MD 21078

(410)939-3218
info@bobandruths.com
www.bobandruths.com

Join us for a trip 
of a lifetime.

2016

Go Away!

Registration 
Deadline 

October 30th

GF_color_08.01.15 CDF.indd   1 8/6/15   2:12 PM

We recognize that the fight to improve diagnostic rates for 
celiac disease, to increase research funding, to develop and 
make available alternative treatments to the gluten-free 

diet, and to find a cure, are more and more dependent on our ability 
to influence decision-makers in Washington, D.C. and other key locales 
where healthcare policy and healthcare funding decisions are made.

To that end, Celiac Disease Foundation (CDF) has been busy on 
a number of advocacy fronts, giving a voice to the celiac disease 
community on important debates about the future of healthcare. A 
quick summary of our activities follows.

The 21st Century Cures Act passed the U.S. House in July and awaits 
action by the Senate. This landmark legislation seeks to align Washington’s 
health research and drug approval processes and funding with the 
rapid changes in medicine arising through advances in genomics and 
data analytics. CDF joined with a coalition of other disease advocacy 
organizations in urging passage of this legislation. We will be rallying our 
community to press the Senate to pass the legislation as well, and then we 
plan to work with the regulators to ensure that celiac disease research and 
drug development is a beneficiary of the billions of dollars in new funding 
directed to the National Institutes of Health (NIH) and the FDA.

The Precision Medicine Initiative (PMI), being advanced by the 
Obama administration, is also an acknowledgement that medical care 
is changing rapidly, empowering the development of highly targeted 
treatments based on an individual’s disease profile, not a group or 

cohort. The immediate goal of PMI is to build a massive cohort of 
individuals, healthy and otherwise, who can contribute data to the 
research pool. Researchers will use the data to better understand 
the molecular basis of potentially thousands of diseases and disease 
variations, and then select individuals from the cohort to participate 
in clinical trials to advance treatments. CDF is an early participant 
in the discussions with the White House and NIH/FDA about PMI, 
again fighting to have the voice of the celiac disease community 
represented.

Another major initiative emerging from Washington, D.C. as a result 
of the Affordable Care Act is the Patient-Powered Research Network 
(PPRN). Historically, healthcare research has been almost the exclusive 
domain of researchers and funders. Too often, the needs and wants 
of the intended beneficiaries of the research – patients themselves – 
have been treated as an afterthought. The intent of this network is to 
amass a national cadre of healthcare consumers who are capable of 
being active participants in health research.  The hope is that this will 
result in treatments that parallel what the patient community truly 
wants. For celiac disease patients, this is a critical need. For too long, 
celiac disease patients’ needs have been dismissed or ignored. CDF 
is pleased, therefore, to share that it is one of 11 disease advocacy 
organizations selected to participate in a PPRN being developed by 
the Community Engaged Network for All (CENA). You will be hearing 
more about this exciting initiative in the days to come.  

Your Voice is Heard in Washington, D.C.
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Back to School Recipes

Directions
Combine yogurt, pineapple juice, jerk seasoning, lime juice, and chutney in large bowl until 

well blended.  Stir in apple, raisins, and coleslaw. Mix together. Fold diced mango into slaw. 

Cover; refrigerate one hour to blend flavors.

Approximate nutrition per serving: Serves 6; 78 calories; 0g fat; 19g carbohydrate; 15g sugar; 

1g protein

Ingredients
½ cup each of frozen blueberries, strawberries, and raspberries

½ cup pineapple juice

1 scoop NoGii Vanilla Whey & Quinoa Protein

½ cup 1% fat plain yogurt

1 cup raw spinach

Directions
Blend all ingredients until smooth. 

Approximate nutrition per serving: Serves 1; 329 calories; 4g fat; 58g carbohydrate; 40g sugar; 20g 

protein

Caribbean  
Angel Slaw

School-Day Power 
Smoothie  

¼ cup fat-free vanilla yogurt

2 tbsp DOLE Pineapple Juice

¼ tsp gluten-free Caribbean jerk or 

  Jamaican jerk  seasoning

1 tsp fresh lime juice

2 tbsp mango chutney

1 pkg (10-oz) DOLE Angel Hair Coleslaw

1 unpeeled DOLE Red Apple, cored 

  and shredded

1/3 cup DOLE Seedless Raisins

1 cup fresh DOLE Mango, diced

Ingredients

Ingredients
1 small boneless skinless chicken breast

2 tbsp San-J Teriyaki Sauce

1 packet frozen mixed vegetables

1 single-serve packet microwave brown or wild rice

Directions
Place chicken breast in a microwave-safe dish and cover with 2 tbsp San-J Teriyaki Sauce. 

Microwave for 5-8 minutes, checking center with a knife until all pink is gone. Separately 

microwave rice and frozen vegetables according to package directions. Plate and enjoy!

Approximate nutrition per serving: Serves 1; 409 calories; 6g fat; 51g carbohydrate; 14g sugar; 36g 

protein

Dorm Room Teriyaki 
“Stir-Fry”
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Back to School Recipes, continued
Ingredients
1 (15-oz) can garbanzo beans, rinsed and drained

½ cup almonds, plus extra for topping

½ cup fat-free Greek plain yogurt

1/3 cup lemon juice

¼ cup tahini sauce*

1 tsp ground cumin

2 cloves garlic

Blue Diamond Almond Smokehouse Nut Thins 

Directions
Puree all ingredients except Nut Thins in a food processor until very smooth. Serve with Nut 

Thins. Makes 2 3/4 cups.

*The thickness of tahini varies with brands. If tahini is very thick, add a few more tablespoons 

of yogurt to thin hummus.

Approximate nutrition per serving (hummus only): Serves 6; 168 calories; 9g fat; 16g 

carbohydrate; 1g sugar; 8g protein

Smokehouse Almond 
Hummus

For more recipes, please visit celiac.org and choose ‘Gluten-Free Recipes’ 
under the ‘Live Gluten-Free’ tab.

Companies highlighted in blue are Proud Sponsors of Celiac Disease Foundation.

Ingredients
1 box Amy’s Sonoma Veggie Burger (4 patties total)

1 jar of Amy’s Salsa (flavor choices include: Mild, Black Bean & Corn, or Medium)

Your favorite gluten-free taco seasoning 

Corn tortillas 

Optional/suggested taco fixings:

Lime 

Chopped avocados

Sour cream

Shredded lettuce

Chopped onions

Cilantro

Directions
Heat the Sonoma Veggie Burger patties on a lightly oiled skillet for 5-6 minutes on each side or 

until heated throughout. Break up the veggie burger patty pieces into smaller pieces and cook 

thoroughly. Add taco seasoning to taste, and stir to combine. Top with Amy’s Salsa and your 

favorite taco fixings.

Approximate nutrition per serving (without toppings): Serves 4; 253 calories; 6g fat; 41g 

carbohydrate; 7g sugar; 6g protein

Sonoma Veggie 
Burger Tacos
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n Talk with the teacher to explain that sickness, sleepiness, or 
attention problems could occur from accidental gluten ingestion

n Talk with the administration and file a 504 plan (visit 
celiac.org/504plan for a model plan) that ensures your 
child’s condition is taken seriously, even if you don’t anticipate it 
to cause any problems

n Food-bullying should not be tolerated and should be taken 
seriously; even if your child doesn’t have an anaphylactic 
allergy, teasing and tricks with gluten-containing foods by 
peers are a serious health concern

 
2: Prepare your child and empower him to take his 

health into his own hands with these simple rules:

n No snack swapping with friends unless you are excellent at label-
reading

n If you can’t have the same foods as your friends at school, you can 
have your own favorite food another time with special friends or 
family

n It’s normal to feel different or left out, and it’s okay to tell teachers, 
mom, and dad when you feel sad about it

n If you feel sick, it’s okay to tell your teacher and go to the school 
nurse, or ask to go to the bathroom in an emergency

3: Prepare your food the weekend before so that 
mornings are less stressful, and complete meals are 
easier to fit in your schedule

n Check out the 5-day and 7-day meal plans for great school lunch 
ideas, at celiac.org/mealplan

Back to School Continued from page 7

The 16th International Celiac Disease Symposium (ICDS 2015) was 
held June 21-23, 2015, in Prague, Czech Republic. The largest 
international gathering of physicians, dietitians, researchers, and 

academics in the field of celiac disease, ICDS 2015 included scientific, 
clinical, and patient forums focusing on the latest developments.

Representing You
To ensure that your voice and the voice of the American celiac 

disease patient and caregiver communities were heard, and to bring 
information back to you regarding international efforts in celiac disease 
treatment and research, a delegation from Celiac Disease Foundation 
was in attendance. Delegation members included Ruth Black and 
Rhonda Resnick representing the CDF Board of Directors, and CDF staff 
members Marilyn Geller, Deborah Ceizler, and Janelle Smith, RD.

Overall, the sessions were compelling, informative, and motivating. 
Thanks to recent and rapid advances in understanding the science 
and genetics of celiac disease, as well as a growing recognition of 
the size of the audience, a number of potential treatments are in the 
pipeline, both here in the U.S. and around the world. To view the ICDS 
program, visit celiac.org/icdshighlights. 

Poster Sessions
Posters are the most widely used visual method to present 

scientific research at conferences such as ICDS. The CDF team was 
pleased to present with Children’s National Health System a poster 
entitled, “INCREASING THE AWARENESS AND TREATMENT OF THE 
PSYCHOLOGICAL NEEDS OF CHILDREN WITH CELIAC DISEASE,” 

describing the Resnick Family Initiative to expand mental health 
education around this specific issue, and to empower healthcare 
providers and community-based peer support facilitators to address 
the psychological and social needs of celiac disease patients and their 
families. Due to the positive reception, CDF will also be joining with 
Children’s National Health System in an additional effort entitled, 
“INCREASING ACCESS TO PSYCHOLOGY SUPPORT GROUPS FOR 
CHILDREN AND ADOLESCENTS WITH CELIAC DISEASE.” Supporting 
this effort was the work done by the TEDDY Study group, which 
found that young children seroconverting to tTGA may exhibit higher 
levels of internalizing difficulties, including symptoms of anxiety and 
depression, underscoring the need for early diagnosis of celiac disease 
in young children at risk.

CDF Dietitian, Janelle Smith, was also accepted by ICDS to present her 
poster, “GLUTEN-FREE DIET ADHERENCE IN CELIAC VERSUS NON-CELIAC 
AMERICAN ADULTS.” The poster described her Masters degree in Dietetics 
thesis research, which found that American adults were significantly more 
compliant in following a gluten-free diet when diagnosed by a healthcare 
professional instead of by self-diagnosis. Thesis preceptor, Marilyn Geller, 
was proud to support Janelle in her poster presentation. To learn more 
about these studies, visit celiac.org/icdshighlights. 

Global Celiac Disease Advocacy Efforts 
A highlight of the Symposium was an impromptu meeting of the 

executive leadership of the world’s celiac disease advocacy groups 
who came together to discuss a global coordinated advocacy effort. 
CDF looks forward to presenting more information as this unfolds.

Celiac Disease Foundation Represents You at International  
Celiac Disease Symposium
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Your Job May Present Ways to Give by Jim Watson, CDF Board Member

I was diagnosed with celiac disease in April of 2012 and with 
microscopic colitis in August of 2013. I attended my first Celiac 
Disease Foundation (CDF) National 

Conference in the spring of 2014. I 
instantly connected with a brief speech 
given by the current CDF Board Chair, 
Marc Riches, and was eager to become 
a part of the CDF team. I am passionate 
about CDF’s role as an advocate for all 
of those afflicted with celiac disease and 
other gluten-related disorders, and I 
am proud to sit on the Board of such an 
incredible organization. 

I am the Chief Operating Officer 
of Park West Asset Management LLC, 
a hedge fund located in Larkspur, 
California, and I am responsible for all 
operational aspects of running Park 
West. I’ve been working at the same 
investment management firm for the 

past 10 years. Fortunately, I just found out this past winter that one 
of the brokerage firms through which our company executes trades, 

BTIG, has a Commissions for Charity Day. 
On the day of the event, they donate 
a percentage of the commissions they 
generate with each client to the charity 
designated by the client. After sending 
a few emails, filling out some short 
paperwork, and a passionate plea to 
my boss, our firm participated in the 
event and designated Celiac Disease 
Foundation as the charity. We ended up 
raising $7,500 for CDF! Unfortunately, 
I wish I had known about this event 
sooner, as we could have raised much 
more for CDF over the years. 

Does your job provide you with any 
similar opportunities, or a corporate 
matching program? It may be worth 
asking about. It certainly was for me.

POWER 
GIVING

of
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crunchmaster.com
for coupons & more visit:

What if nirvana came in bite-sized pieces? With Crunchmaster Crackers,
every bite is like a little piece of paradise. You’ll know what we mean the 

moment you taste one of our irresistibly crunchy gluten free crackers. 
Say Hello to your delicious new daily break.
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International Celiac Disease Symposium – a Dietitian’s Perspective
By Janelle Smith, RD

At the International Celiac Disease 
Symposium (ICDS), the celiac 
disease community from around the 

world comes together to share knowledge, 
expertise, and experience, and to propel 
forward the practices of treating and 
preventing gluten-related disorders. Celiac 
Disease Foundation was there at ICDS 2015 to 
deliver this breaking information to you, and I 
will share it from a dietetic perspective. 

How Much Gluten is Gluten-Free?
Definitions of gluten-free and dietary 

guidelines vary around the world. While the 
U.S. Food and Drug Administration recently 
defined “gluten-free” food as containing less 
than 20 parts per million (ppm) of gluten, 
the World Health Organization’s Codex 
Alimentarius Commission has had definitions 
in place since 1979. In 1998 the Codex stated 
that 20 ppm was the maximum allowable 
amount of gluten in gluten-free foods 
traded internationally. In 2007, the Codex 
also allowed for another category of foods 
“specially processed to reduce gluten content 
to a level above 
20 up to 100 mg/
kg” (currently 
not marketed 
in the U.S.). 
The European 
Commission for 
the European 
Union calls these 
foods “very low 
gluten,” and 
allows them to be 
packaged as such 
for consumers 
to find products 
available “according to their sensitivity.” Malted 
barley ingredients are also allowed by the 
EU, as long as the final product contains less 
than 20 ppm, a big difference from the U.S. 
guidelines, which specifically exclude barley. 
Needless to say, the actual practice of the 
gluten-free diet is still under development 
throughout the world.

Impact of the Gluten-Free Diet on 
Morbidity and Mortality

The efficacy of the gluten-free diet at 
treating and preventing celiac disease 
(CeD) was a hot topic at the Symposium. 
Several studies examined how the age of 
gluten introduction in infants impacts their 
development of CeD. The consensus currently 
is that age of gluten 
introduction is 
irrelevant – delaying 
gluten introduction 
is not effective at 
preventing CeD 
development – except 
in a specific high-risk 
subset of children: 
those with a double 
dose of the HLA 
DQ2 gene, in whom 
starting gluten before six months did increase 
the incidence of developing CeD.

One exciting research study from Hungary 
found that screening for CeD at six years old 

(and thus starting a 
gluten-free diet at that 
age) may prevent the 
onset of type 1 diabetes 
(T1D) – none of the 
children screened and 
diagnosed with CeD at 
age six developed T1D, 
whereas the prevalence 
of T1D in the non-
screened population 
developed T1D at an 
expected rate (2.69/1000 
cases) (Korponay-Szabo 
et al, 2015).

Additionally, in terms of healing the 
intestine, the University of Chicago Celiac 
Disease Center has found that eliminating all 
potential sources of gluten contamination 
(all grains except for rice, all processed/
packaged foods, and all food service foods) 
for 3-6 months was effective at resolving 
unresponsive CeD in 11 of 14 patients, and at 

reversing refractory celiac disease in five of six 
patients. The gluten-free diet is increasingly 
known to be important for positive long-term 
health outcomes in celiac disease patients.

Gluten-Free Diet Compliance in Celiac 
Versus Non-celiac American Adults

I was honored to present my unpublished 
research study, 
“Gluten-free diet 
compliance in 
celiac versus non-
celiac American 
adults” in a poster 
session at ICDS. 
The rising number 
of individuals in 
the U.S. following 
a gluten-free 
diet (GFD) prior 

to undergoing testing for CeD precludes 
them from obtaining an accurate diagnosis. 
It is unknown if dietary compliance in these 
individuals is adequate to avoid the health-
related outcomes of untreated CeD, assuming 
that a certain portion of the population on 
a GFD has undiagnosed CeD. The purpose 
of this study was to compare gluten-free 
diet compliance between those diagnosed 
and those undiagnosed with CeD in order to 
illuminate possible health risks for those who 
have begun a GFD without ruling out a CeD 
diagnosis.

The study was administered through an 
online questionnaire that included a validated 
tool for evaluating dietary compliance in those 
with CeD. Results of this study show significant 
differences in the level of compliance with 
a GFD based on an individual’s reason for 
following the diet. Efforts need to focus on 
correctly diagnosing and disseminating 
accurate information to individuals who have a 
medical need for following the GFD. Without a 
diagnosis of CeD, individuals may be less likely 
to have accurate information and to adopt 
behaviors that are recommended for those 
with celiac disease.

“The consensus is that  
age of gluten introduction 

is irrelevant except  
in children with a  

double dose of  
HLA DQ2.”

“Screening for celiac 
disease at six years old may 

prevent the onset of  
type 1 diabetes.”
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protein perfection

From Elisabeth Hasselbeck

TM

• 170 Calories • Gluten-Free • 7g Fiber • 20g Protein • Probiotics NoGii.comCocoa Chocolate

Whey & Quinoa
A unique combination of flavor, taste, and 

texture for even the fussiest gluten-free palate.

#NoGiiLife

Available at:
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Probiotics are live microorganisms that, when taken as a 
supplement, can help establish a healthy balance of bacteria 
in the gut. For many, the word bacteria often carries a negative 

connotation; however, bacteria play a crucial role in maintaining 
normal GI function and protecting the body from infection. Although 
there is no evidence-based 
research to support the 
ability of probiotics to treat 
symptoms associated with 
celiac disease, many patients 
take probiotics believing in 
their ability to promote gut 
health. However, because 
probiotics are regulated as a 
dietary supplement and not 
as a biological product, there 
is little, if any, requirement to 
validate for gluten purity or 
content before marketing the 
product. As a result, although 
many supplements claim to 
be gluten-free, this is often 
not the case.

To test the validity of the 
gluten-free claim found on 
many probiotic supplements, 
Dr. Samantha Nazareth and her team from Columbia University 
purchased 22 of the most popular brands of probiotics and tested 
gluten composition. What they found is that 12 of the 22 contained a 
detectable level of gluten, and of these 12, eight were labeled gluten-
free, with two exceeding the FDA gluten-free labeling standard. A 
product must contain less than 20 parts per million (ppm) of gluten 
to be labeled gluten-free by the FDA. Although the majority of those 
tested were below this threshold, consumers should not be confident 

that the product is safe for consumption. It is also possible that the 
accumulation of gluten by taking multiple capsules of probiotic each 
day can cause harm to the consumer. In the future, there must be 
more stringent regulations in marketing the contents of probiotics to 
ensure the consumer is not inadvertently consuming gluten. As for the 

consumer, it is important to 
research supplements taken 
in order to know exactly what 
they contain.

Celiac Disease Foundation 
has taken steps to address 
this situation, demanding 
of both the FDA and the 
state Attorney General 
more stringent regulations 
in labeling the contents 
of probiotics to ensure 
the consumer is not 
inadvertently consuming 
gluten. This is especially 
important in the long-run 
to CDF’s patient-powered 
research network (PPRN) 
for celiac disease, which will 
help patients contribute 
to research and engage in 

clinical trials. Beginning in fall of 2015, CDF will be collecting probiotic 
and other health-related information from PPRN participants to 
present to the FDA’s Center for Food Safety and Applied Nutrition 
(CSFAN). Funded by the Patient Centered Outcomes Research Institute, 
which was established by the Affordable Care Act, the PPRN will 
allow CDF constituents to actively improve and accelerate medical 
research and deepen researchers’ engagement with the celiac disease 
population.

Probiotics, Your Friend or Foe? 
by Garrett Prince

 “In the future, there must be more stringent 
regulations in marketing the contents of 
probiotics to ensure the consumer is not 

inadvertently consuming gluten. “
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Be risky with your recipes,  
not with your ingredients.
Courageous chefs, culinary explorers and those with a taste for adventure love 

San-J. As part of our commitment to the finest quality, our Asian Cooking 

Sauces and Tamari Soy Sauces are not only certified gluten free, they are now 

verified non GMO*. We use only pure, natural ingredients, and traditional 

methods in brewing Tamari, which we have faithfully followed for over 

200 years. These may just be the 

best tasting and most versatile 

sauces in your kitchen. So take 

a chance, try something new, but 

never compromise 

on quality.

NON
GMO
Project

V E R I F I E D

*Look for a Non-GMO Project logo on the label   ©2015 San-J International, Inc.  www.san-j.com

Limit one coupon per purchase. Void if sold, copied, transferred, 
altered, prohibited, or restricted. Any other use is fraudulent.  
Consumer must pay any sales tax. Valid at US retailers only. Coupon 
must be surrendered at time of purchase and value is forfeited if item 
is returned. RETAILER: We will reimburse you the face value of the 
coupon plus $0.08 handling provided you and the consumer have 
complied with the terms of this offer. Invoices providing purchases of 
sufficient stock to cover present coupons must be shown on request.  sufficient stock to cover present coupons must be shown on request.  
Cash value 1/100 cent. MAIL TO: Explore Asian P.O. Box 407 MPS 
Dept No. 885 Cinnaminson, NJ  08077 Expiry date: 9/30/15.
Max value $4.99

50¢ OFF COUPON
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Celiac Disease Foundation Team Gluten-Free is proud to be partnering for the first time 
with the Los Angeles Marathon! This is your chance to participate in the life-changing 
event on one of the most beautiful courses in the world. This race draws over 26,000 

runners on race day.
The “Stadium to the Sea” Course, starting at Dodger Stadium and finishing near the Santa 

Monica Pier, takes runners on a tour of Los Angeles past major landmarks such as the Disney 
Concert Hall and Rodeo Drive, before finishing on Ocean Avenue alongside the Pacific Ocean.

You can be a part of the team dedicated to helping create a world without 
celiac disease. 

The Los Angeles Marathon will be held on February 14, 2016
By running with Celiac Disease Foundation Team Gluten-Free, you will receive:
n A personalized Team Gluten-Free online fundraising page
n Training plans and fundraising tips
n Team Gluten-Free swag to wear on race day
n Incentive gifts based on the amount that you raise

The money raised by Team Gluten-Free participants funds Celiac Disease Foundation’s education, 
advocacy, and research programs. Team Gluten-Free is Celiac Disease Foundation’s community-
based fundraising program for athletes and non-athletes alike.

Kick start 2016 with fun, fitness, and Team Gluten-Free!

For more information, visit celiac.org/lamarathon, or email 
Gillian Entin, at gillian.entin@celiac.org

TGF is an Official Charity Partner of the  
2016 Los Angeles Marathon
Celiac.org/TGF
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Taste The
Diff erence
. . . of our gluten free mixes made 
with premium ingredients!

HodgsonMill.com  •  800.525.0177

Certified Gluten Free 
by the Celiac  Support 

Association under 5ppm. 

Theirs Ours
empty calories from 
processed starches
& flours

low in fiber

added sugars

whole grain sorghum 
& brown rice flours

3g fiber, 4g protein
per serving

450mg Omega-3 oils
from milled flax seed

processed starches

low in fiber

added sugars

& brown rice flours& brown rice flours

3g fiber, 4g protein3g fiber, 4g protein
per serving

450mg Omega-3 oils

Try our Gluten Free Baking Mixes too!
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Meet 
the 

2015 
Summer 
Interns

Jess is a rising senior at High 
Point University in North Carolina, 
earning a degree in Psychology, 
with a minor in Spanish. She was 
diagnosed with celiac disease 
three years ago, and was thrilled 
to have the opportunity to work 
for an organization that supports 
and understands her gluten-free 
lifestyle. When she isn’t at work, 
you can find her on the beach, 
watching Grey’s Anatomy on 
Netflix, or looking for a place to 
get tacos.

Evan was one of the East 
Coast interns this summer at 
Celiac Disease Foundation. 
In May, he graduated with a 
degree in Psychology and Public 
Health from the University of 
Massachusetts Amherst. His 
sister was diagnosed with 
celiac disease after a one year 
battle of misdiagnosis. Evan 
found this internship a great fit 
before beginning his Masters of 
Public Health Degree at Drexel 
University this fall. 

Taryn is a senior, majoring 
in Business Management, and 
plays water polo for California 
State University, Northridge. She 
is very excited to be interning 
at Celiac Disease Foundation, 
and is looking forward to 
gaining experience in a business 
setting. In the future, she hopes 
to go into management at a 
corporation or organization, or to 
teach K-12.

Tess, a Southern California 
native, is currently pursuing 
her B.S in Communications at 
Boston University. She has been 
living a gluten-free lifestyle for 
over three years, and enjoyed 
interning at Celiac Disease 
Foundation, honing her skills in 
communications, development, 
and marketing. When Tess is not 
studying or working, she enjoys 
her fix of yoga, chocolate, and 
The Bachelor.

Jade is a rising junior at 
Ursinus College, in Collegeville, 
PA. She learned a great deal 
through her internship at Celiac 
Disease Foundation. She looks 
forward to learning more about 
different aspects of the disease 
and making a difference for the 
Foundation and those diagnosed 
with celiac disease and gluten 
sensitivity.

Emma is a senior at The 
University of Redlands, studying 
Education and Creative Writing. 
She was diagnosed with celiac 
disease in December of 2014, 
and since then has been living 
gluten-free. In her free time, she 
loves to cook, bake, read, and 
write. During her internship at 
CDF, she experimented with 
recipes, while also sharing 
important and fun information 
with CDF followers.

Marissa is an upcoming 
sophomore at the University of 
California, Santa Barbara studying 
Psychology. She hopes to go on 
to graduate school to earn her 
PhD. She has a great interest in the 
nonprofit world, and is very excited 
for the opportunity to intern for 
Celiac Disease Foundation and 
to learn about how a nonprofit 
organization is run. In her free time, 
you will find her cheering on the 
Gauchos at a basketball game, 
playing the piano, or baking!
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Enjoy everyday indulgences and sweeten special 
occasions with Bob’s Red Mill Gluten Free Baking 

Mixes. Simply add a few ingredients from your 
pantry, then pop it in the oven. Making delicious, 

home-baked gluten free treats has never been so easy.

MIX. BAKE. ENJOY.
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Mixes. Simply add a few ingredients from your 
pantry, then pop it in the oven. Making delicious, 

home-baked gluten free treats has never been so easy.

To learn more about our  gluten free products and find superb recipes, 
visit www.bobsredmill.com/gluten-free
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Non-GMO* • Preservative-Free •  Gluten-Free

*no genetically modified (or engineered) ingredients. Dole.com/GardenSoup
Join the conversation
Facebook.com/DolePackaged

Garden-fresh flavors...
I N T R O D U C I N G

pure and simple

AVAILABLE IN 5 VARIETIES:

Sweet Corn • Southwestern Black Bean & Corn • Carrot Ginger • Roasted Garlic Tomato Basil • Tomato Vegetable


