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Letter from the Executive Director:

Welcome to 		
CSA Members

Photo: rustamank/Shutterstock.com

Welcome to the National Celiac Association (NCA). The vote that was taken by CSA
members was a resounding yes to dissolve the organization and transfer most of its assets
to NCA. I hope this is an indication of a strong vote of confidence and that we can be a
valuable resource for you.
With many celiac groups today providing only website access, we are proud to remain
dedicated to our mission; to support, educate, and advocate for individuals with celiac
disease and their families and communities across the nation. Our grass roots approach
hasn’t changed in the 24 years we have been in business.
The past few years have been tough for
CSA. For whatever reasons the mission of
the group became lost and many of you
were left with little backing or support.
However, I prefer to put that all in the
past and remember CSA for the many
years they offered wonderful support and
helpful information for all of us. Having
also been a chapter of CSA we know first
hand the wonderful ways they helped
so many people. Kudos to them for their
many years of excellent work!
We are well aware of the burden celiac
disease has upon us. Much of today’s
social gatherings take place around food.
It puts an emotional and economical cost
on all of us who follow the diet. Some, like
a child in elementary school, have only
chicken and rice for lunch every day for
the entire year because that is the only
thing the school can guarantee is
gluten-free.
And what about people with fewer
resources? They face a daunting challenge to buy gluten-free food. That is
why in 2016 we took on the Gluten Free
Food Bank, a pilot program that pres617-262-5422 or 888-4-CELIAC

ently serves over 14 food pantries in the
northeast. We hope to grow this program
to continue to provide for the underserved
celiac population.

• Educational materials
• Phone and email availability for
questions, concerns, and other
communication
• Up-to-date website with relevant
information
• Annual national Celiac Conference

What does an NCA
membership do for you?
We try to support our members in many
different ways, all with the idea of offering
sound medical information and sharing
ways all of us try to cope with the
gluten-free life style.
• Subscription to the Gluten-Free
Nation magazine published 3
times a year
• Monthly NCA e-newsletter

Not only do we provide support for individual members, but your membership
allows us to expand programs in the celiac community like the Gluten Free Food
Bank, the College Advocacy Program and
others. It is exciting to know there are so
many ways to expand our reach across
the US.
Please know how excited we are to have
you join us! We are here for the primary
goal of serving our
members. It is our
passion, mission,
and bread and
butter. (Gluten-free
of course!)
Fondly,
Lee Graham
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Step Up Your Summer Celebrations
by Julie Hersey, MS, RD, LDN, Stop & Shop Nutritionist

Photo: Thomas Havel/Shutterstock.com

Use these suggestions at your next summer celebration to make get-togethers fun,
flavorful and healthy!
Birthday or Graduation
Do it Yourself Stations
• Set up a popcorn station with flavor
additions like parmesan cheese, garlic
powder, cinnamon, and hot sauce.

• Make rainbow fruit kabobs by threading fresh fruit onto bamboo skewers.
Serve vanilla yogurt or melted dark
chocolate as “fondue” for dipping.
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• Grab a fresh vegetable and fruit tray
from the produce section for quick and
easy crowd-pleasing finger foods.
• Serve contrasting shapes & colors for
eye-appealing dishes. Use cookie cutters to create shapes in watermelon,
cucumbers and sandwiches.

• Let guests assemble their own wraps
with a variety of fillings like sliced
turkey, tuna salad, cheese, nut butters,
hummus, and roasted veggies.
• Make your own pizzas using English
muffins or personal crusts. Let guests
decorate with toppings including
low-sodium tomato sauce, part-skim
cheese, diced ham, pineapple, and
lots of fresh veggies. Bake on a sheet
pan in the oven until the cheese melted
and crust starts to brown.

Offer Crunchy Sides

Rethink Gift Giving
• Give non-food gifts such as gift cards,
concert tickets, swim lessons, sneakers or an activity tracker.
Photo: Rebecca Fondren Photo/Shutterstock.com

• Upgrade dessert with layered parfaits
using vanilla yogurt, mixed berries,
chopped nuts and gluten-free granola.
Provide Mason jars for guests to take
home as a treat.

• Hand out goodie bags filled with 100%
fruit leather, yogurt covered raisins,
bouncy balls, chalk, bubbles, and
stickers.
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Add Fruity Fun to Beverages
• Create fruity “floats” by adding a scoop
of low-fat sorbet to fizzy seltzer water.
• Blend tropical fruit, like mango, papaya
or pineapple, with ice cubes for a cool
and colorful fruit slushy.
• Add flavor to plain iced water with
slices of orange, lemon or lime.

• Brighten up a plain dish with sliced
almonds, chopped green onions,
shredded coconut or a scoop of salsa.

Save Time in the Kitchen
• Wash salad ingredients ahead of time
and keep them stored in the refrigerator until ready to toss with salad
dressing.
• Reach for grill-ready precut veggies in
the produce department or cook whole
veggies like bell peppers, portabella
mushrooms, and corn on the cob right
on the grill.

Minimize Belly Troubles
• Limit bubbly beverages and chewing
gum as this can cause us to swallow
air.
• Pack a cooler with water-rich veggies
like pepper sticks, cherry tomatoes,
cucumber, celery sticks and snap
peas. Pass on cruciferous (gassy)
veggies like broccoli, cabbage or kale.

End on a Sweet Note

Photo: Rimma Bondrenko/Shutterstock.com

• Make colorful ice cubes using 100%
fruit juice or add pieces of mint and
kiwi.

Hosting or Attending a
Cook Out
Mix Up Traditions
• Vary your proteins by grilling turkey
burgers, chicken thighs, whole salmon
filets or shrimp kabobs.

• Serve grilled fruit as is, with a sprinkle
of cinnamon or a dollop of plain frozen
yogurt. Try peaches, pineapple and
grapes.

Photo: Ryco Montefont/Shutterstock.com

• Make fruit s’mores with grilled fruit, a
piece of dark chocolate and gluten-free
graham style crackers.

• Since salt retains water, opt for unsalted or low-sodium versions of nuts,
crackers, baked chips, and pretzels.

• Make grilled bananas sundaes. Keep
the peel on and grill until softened. Top
with yogurt, mini chocolate chips and a
peanut butter drizzle.

• Plan for frequent stretch breaks and
meals to limit eating while moving in
the car.

Beach, Picnic,
Road Trips
Bring Hassel-Free Options
• No utensils are required for peeled
hard-boiled eggs or mini quiches,
wraps, tubes of yogurt and gluten-free
muffins. For snacks, pack cherries,
grapes, granola bars, string cheese
and gluten-free crackers.

Hydrate from the Inside Out
• Consider bringing a big cooler for
beverages or gallon jug to refill cups or
a bottle.
• Make a large fruit salad or slice up
watermelon, cantaloupe and
honeydew for easy finger-fruits.
• Bring frozen fruits like grapes, pitted
cherries and pineapple for cool and
refreshing snack.

Photo: freeskyline/Shutterstock.com

• Trade typical mayonnaise-based
salads for bean salads. Consider
mixes with fresh green beans, black
beans, or chickpeas.
• Make a leafy green salad more filling by
mixing in whole-grains like brown rice
quinoa, or buckwheat (kasha).

617-262-5422 or 888-4-CELIAC
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Benefits of Cooking

With Your Kids
by Carla Carter

I try to bake with my
children at home. If you
have read some of my past
articles, you’ve seen pictures of my kids with their
chef’s hats on in the kitchen.
While we enjoy baking gluten-free pumpkin muffins,
banana bread and strawberry/quinoa pudding, I find
it difficult to include them
while I cook meals in the
rushed hours of the evening.
However, I think the universe is telling me I should
start trying soon because
everywhere I look, I’ve been
seeing articles on the importance of cooking with your
children. While I don’t want
to negate the importance
of baking with my children,
it doesn’t usually boast the
healthy ingredients of a full
meal and its preparation that
I want them exposed to.

Photo: Volha_R/Shutterstock.com

In my reading, I have found that many
authors echo my thoughts, while others
have made many good points that I had
not yet considered. For any child, learning to cook at home is an important activity. But, for a child with food intolerances,
allergies, celiac disease or other dietary
challenges, it can be incredibly important,
even critical, to their healthy growth and
development. The early education and
ability to learn to prepare food on their
own, in a safe and nurturing environment
can lead them to eat healthily as adults.
Just look at all the amazing outcomes
that cooking with your child can foster:
• Encourages basic math skills (counting
eggs, measuring water in a cup, etc.)
• Teaches children what goes in their
food (especially important for those of
us with celiac disease)
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• Introduces learning how to read labels
(critical for those of us with dietary
challenges)
• Teaches how to eat healthily with
“clean” eating choices (fresh fruits,
vegetables, grains, proteins, etc.)
• Helps with fine and gross motor development skills
• Builds language development
• Builds food safety knowledge
• Encourages hand hygiene
• Encourages creativity and independence
• Improves scientific observation when
foods cook/change form
• Improves ability to follow directions

www.nationalceliac.org

• Allows for quality time with your children to improve your connection

help with the cleaning of the countertop
prior to starting to cook.

doing without touching anything hot or
dangerous.

• Ensures the passing on of valuable and
important traditions

Choose the time well: Perhaps start
with a Saturday or Sunday afternoon
where you have more time than during the
weekday evenings. You want it to be pleasurable for everyone, fun and stress-free.

Children ages 4-6: Ask them to help
find a recipe, have them find a letter in the
recipe, start naming foods, play a game
to see what time of year they are grown
or where they may be from, have them
cut small things with a plastic knife.

• Encourages time away from electronics
• Helps to satisfy your child’s need for
your attention

Here are some tips to
make it a successful
experience:
Consider the source: Take your kids
with you to your local farmer’s market or
farm stand to select some of your ingredients. It’s an amazing opportunity to show
children where food comes from and gets
them involved in the community.
In the kitchen, teach good hand and
surface hygiene: Teach your children
how to use soap and hot water while
counting to twenty to ensure adequate
cleanliness. We sing the Happy Birthday
song two times to make it more fun. We
also use a simple water/vinegar/soap
solution that is safe enough for my kids to

Keep away the Hungry Horrors: I cut
up a vegetable or two before dinnertime
for my kids to snack on. This might keep
them from eating the ingredients meant
for the meal! Some of our favorites are
carrots, cucumbers, green beans or
peppers (additionally, it ensures they get
in their vegetables)!

Choose age-appropriate
tasks to attempt.
For example:
For younger children ages 2-4: Allow
them to get the ingredients, encourage
them to count items, ask them to stir
items in a bowl, have them set the table,
crack an egg. Hint: for those too young
to perform some activities, keep their
interest by showing them what you are

Children 6+: Read the recipe, work on
fractions for measuring and supervise
higher level cutting and pouring; also
a great age for them to improve their
egg-cracking skills.
Lastly: Don’t forget the stool to help
maximize their involvement. Turn on some
music and have FUN!

Some of my supportive
resources also boast other
good ideas:
Kids Health.org:
Go to www.kidshealth.org/en/parents/
cooking-preschool.html
The New York Times:
Go to www.nytimes.com and search for
“Cooking with Kids, 5 Reasons”
The American Institute for Cancer
Research:
Go to www.aicr.org and search for
“Benefits of Cooking with Your Kids”

Some of our favorite
recipes:
Strawberry Rhubarb Quinoa Pudding:
Go to www.eatingwell.com and search
for the keywords “Strawberry Rhubarb
Quinoa Pudding”
Gluten-Free Hearty Chicken Pot Pie:
Go to www.bettycrocker.com and search
recipes for “Gluten Free Chicken Pot Pie”

Photo: Volha_R/Shutterstock.com
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Update
on

Oats
Photo: FXQuadro/Shutterstock.com

Years ago, oats were not permitted on a gluten-free diet because the way they were
grown, transported and processed meant that they were contaminated with wheat or
other gluten-containing grains. In the 2000s, some growers began to produce gluten-free
oats using a purity protocol. The purity protocol requires following strict guidelines to ensure there is no contamination throughout the process from seed production and planting
to harvesting, transportation and manufacturing.
The use of oats in gluten free foods
continues to be a concern for many celiac
and gluten intolerant people. Some major
food companies state that there is an
insufficient supply of purity protocol oats
available. Those companies are using a
mechanical or optical process to sort oats
from wheat and barley using color, size
and shape. This can be concerning to celiacs. Sorted oat seeds can be processed
and packaged on shared lines and then
planted in fields where wheat and barley
are also grown. Products made from sorted oats may be processed and packaged
on shared lines but may meet the FDA
requirement of under 20 ppm to be called
gluten free.
8

There is also concern over the “mean
testing” method executed by some companies who use oats that are processed
to be gluten free. In brief, some companies mix together several batches of a
product before testing rather than testing
each individual batch. Some batches
which make it to the shelves could actually contain over 20 ppm but when mixed
with batches that truly are under 20 ppm,
the average is under 20 ppm.
Gluten Free Watchdog Tricia Thompson, MS, RD, has done a lot of research
and written profusely about classifying
oats as gluten free. She states “In my
opinion, using contaminated conventional
low cost oats in gluten-free foods is risky.”

Blogger Glutendude agrees with Gluten
Free Watchdog Tricia Thompson and
goes on to explain that the concern
stems from this: “For every 15,000 pieces
of oats in an average batch, you get 100
pieces of wheat and 100 pieces of barley.
199 of them need to be removed to get
under 20 ppm.”
In general, we recommend that you
consume only certified gluten free oats.
Note that some celiacs cannot tolerate
oats at all. As always, be informed – ask
companies if they use purity protocol oats
or sorted oats, listen to your body and be
your own best advocate.

www.nationalceliac.org

Medical & Science
NEWS

by Kimberly Buckton

Alessio Fasano, MD composed a
letter highlighting the Center for Celiac
Research and Treatment’s activities from
2016. Here are excerpts from that letter.

Developing New
Research Models
To date, there are no ideal animal
models to recapitulate celiac disease in
humans. To support our ultimate goal
to reverse or prevent celiac disease
and other autoimmune disorders, we
have developed an innovative technique
using intestinal tissue from people who
have undergone clinically indicated
endoscopies. We are engineering gut
organoids, which are powerful tools to
help us study the interaction between
the gut tissue and the complex bacterial
ecosystem in our intestine. This cuttingedge research could help us eliminate the
major roadblock of using mice models in
the study of celiac disease.

gut microbiome. In 2012, we published
research showing that distinct microbial
patterns are present in children just prior
to the development of celiac disease.
We are expanding on this study through
the CDGEMM Study (Celiac Disease
Genomic, Environmental, Microbiome
and Metabolomic Study.) We aim to enroll
500 infants aged 6 months or younger
who have a parent or sibling diagnosed
with celiac disease, and we are well on
our way with nearly 180 babies from the
United States and Italy.

Study team members will analyze stool
samples of the participants to investigate
if and how the microbial composition
of the gut might contribute to the
development of celiac disease. Children
in the study will receive periodic blood
testing to monitor for blood markers
indicative of celiac disease to ensure early
diagnosis. Other factors will be measured,
including breastfeeding versus bottle,
type of delivery and use of antibiotics.
By predicting who will develop celiac
disease, we will better understand how to
intervene and ultimately prevent the onset
of disease.
continued on page 10

Predicting and
Preventing Disease
through Precision
Medicine
The secret to understanding why certain
individuals develop celiac disease
could be connected to an in-depth
look at the microbial communities and
patterns present in the intestine – the
617-262-5422 or 888-4-CELIAC
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Medical & Science News

celiac disease should be vaccinated”

continued from page 9

In the first phase of the study, researchers
observed that when mice who had been
genetically engineered to be susceptible
to celiac disease were exposed to
reovirus, they exhibited an inflammatory
immune response to gluten. In the
second phase, researchers noted that
participants with celiac disease had
higher levels of reovirus antibodies than
the control participants.

Moving Closer to an
Alternative Treatment
Some of our long-time supporters will
be familiar with the story of zonulin,
a molecule that increases intestinal
permeability, and larazotide acetate, the
successful candidate we developed to
reduce intestinal permeability. This makes
it a promising therapeutic for helping
people with celiac disease eat safely on
the gluten-free diet. In several clinical
trials involving more than 800 patients
and a phase 2B trial with 342 patients,
larazotide has been shown to be safe
and effective in a “real world setting” for
people with celiac disease. This drug
has been fast-tracked by the FDA and is
scheduled for Phase 3 trials late in 2016.
With this trajectory, larazotide could be
the first drug approved for patients with
celiac disease in the very near future.

Reovirus is Possible
Trigger for Celiac
Disease

The researchers will continue looking into
this, trying to determine if other viruses
may also cause the same inflammatory
immune response to gluten and if there is
a direct correlation of antibody levels and
inflammatory response.
Alessio Fasano, MD, Director of
the Center for Celiac Research and
Treatment at Massachusetts General
Hospital for Children said “If confirmed
by clinical studies, this link between
celiac disease and reovirus is exciting
because it identifies a possible target for
vaccine prevention. At the same time, it’s
disappointing because vaccine prevention
in individuals with asymptomatic viral

infections who are at risk of celiac disease
would be challenging.”

One Step Closer to a
Celiac Vaccine
ImmusanT Inc, based in Cambridge,
MA, announced that it had completed
Phase 1b of a clinical trial evaluating the
Nexvax2 celiac vaccine in February, 2017.
Nexvax2 is an epitope-specific immunotherapy (ESIT) composed of three
peptides which are designed to protect
against gluten exposure. Phase 2 of the
clinical trial will follow a dosing regimen
based upon the results from Phase 1b.
Leslie Williams, President and Chief
Executive Officer at ImmusanT, said “We
are very pleased with the completion of
our Phase 1b clinical trial testing Nexvax2
in patients with HLA-DQ2.5+ celiac
disease. This study has informed the
design of our planned Phase 2 clinical
trial for Nexvax2 in patients with celiac
disease. Nexvax2 has the potential to
protect against the effects of gluten
exposure in patients with celiac disease
and improve their quality of life.”

Bana Jabri, MD, PhD, Director of
Research at the University of Chicago
Celiac Disease Center and Terence
Dermody, MD, Chair of the Department
of Pediatrics at the University of
Pittsburgh School of Medicine conducted
a study that concluded that reovirus may
be one trigger for celiac disease. Findings
from the study were published in the April
6, 2017 issue of Science.
Bana Jabri, MD, PhD, said “During the
first year of life, the immune system is still
maturing, so for a child with a particular
genetic background, getting a particular
virus at that time can leave a kind of scar
that then has long term consequences.
That’s why we believe that once we have
more studies, we may want to think about
whether children at high risk of developing
Photo: Africa Studio/Shutterstock.com

10

www.nationalceliac.org

Engineering a Wheat
that is Safe for Celiacs

the poor nutritional and technological
characteristics of gluten-free products

and thereby contribute to improving
patients’ quality of life.”

Researchers in Kansas, United States and
Madrid, Spain are working independently
of each other to find a variety of wheat
that would be safe for celiacs to
consume.
Chris Miller, PhD, Director of Wheat
Quality Research at Heartland Plant
Innovations said, “When the project
started, it really was focused on
identifying the reactivity of wheat — so,
(determining) what proteins in wheat
cause celiac disease reactivity. But then
when we got into it, we realized that there
are other important end product uses of
wheat, not just related to celiac.”
Marta Rodríguez-Quijano, a researcher
at the Technical University of Madrid said,
“We hope this study enables products
to be developed that are safe for celiacs
with detoxification processes that combat

Photo: Lilijam/Shutterstock.com

Are you getting NCA News,
the monthly e-newsletter?
The monthly e-newsletter
goes out the first week
of every month and is
a great way to get upto-date information on
product recalls, scientific updates, recipes and
more.

Photo: Aleksandra H. Kossowska/Shutterstock.com

We know you are a member but may not have
your email address. If you did not receive NCA
News earlier this month but would like to, just
send an email to kim@nationalceliac.org with
your name and email address.

617-262-5422 or 888-4-CELIAC
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Ask Dr. Celia
by Wendie Trubow, MD

Wendie Trubow, MD, is the President of NCA. These questions arise frequently so
Wendie, as Dr. Celia, has addressed them. Do you have a question to ask? Send it to
Dr. Celia at magazine@nationalceliac.org or call us at 888-4-CELIAC.

Question:

How do I teach
my friends and family about the risks of
cross contamination? People seem to
understand about nut allergies but don’t
understand the danger of gluten crumbs.

Answer:

This can be a
challenge. If you are like me, and unable
to eat food from any surface that has
also prepared or served gluten, then the
conversation centers around making sure
that your friend/family understands that
you are eating your own food because of
a safety issue, and not trying to be rude.
For those who would like to serve you or
your family something, the discussion can
go something like this:

“Hi John. Thanks so much for inviting
us over! We are so excited to celebrate
with you this weekend! Can we spend a
few minutes discussing food, to ensure
that Jane is safe at your house? Jane
is allergic to gluten, and can get very
sick from an exposure, even to crumbs
of gluten. It’s hard to imagine how little
gluten is safe, but I’ll try to explain it. If
you take a piece of bread, and cut it into
7,030 pieces, ONE of those teeny pieces
is the amount of gluten that a person with
celiac could safely eat. Obviously, that’s
a tiny amount! So, in addition to making sure that the actual dishes you are
preparing don’t contain gluten, it’s very
important pay attention to the possibility
of cross-contamination, by washing all

surfaces before cooking a gluten free
meal. I know that this can be intimidating,
and I’m definitely available to help you
with this.
If something has been cooked with gluten,
it’s not safe to feed Jane. For example, if
you cooked pasta, the safest thing would
be to use another clean pot to cook the
gluten free items, and not the pasta pot.
If you are toasting something, it’s important to put tin foil down before putting the
gluten free items down, since those small
crumbs that can be found on the toaster
pan can be very dangerous.
Thanks so much for working with me on
this; please don’t hesitate to reach out if I
can support this process in any way!”

Question:

My child is applying to college but remains uncomfortable
about advocating for himself and I am
concerned about him. What can I do?

Answer:

This is a difficult
spot to be in as a parent. Obviously
going off to college is characterized by
your child growing and learning to be an
effective adult. However, as a parent you
also want to keep your child safe. The
first thing to do is speak with your child
and find out what they plan on doing
about being gluten free when they get to
college. Although this is a time to support
autonomy and independence, your child
may not be able to negotiate being gluten
free away from home. Your child may
even think that it is okay to try to experiment with their eating. As a responsible
parent, you will want to discuss this
Photo: Warapom Kraitavin/Shutterstock.com
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openly and supportively, offering to
provide guidance and intervention if
necessary or requested. Would they like
your support in meeting the kitchen staff
and designing a plan that will allow them
to be safe? Do they want to have this
meeting without you? If he is not comfortable meeting the kitchen staff, then it
is important to find out whether he would
be ok if you had the necessary conversations. Unfortunately, it is possible that
they will need to learn the hard way, and
will hopefully come to a place in which the
pain of being exposed to gluten is much
worse than the pain of advocacy.

Question:

It seems like
more people have celiac disease these
days. Is that true? What about people who
diagnose themselves with celiac disease?

Answer:

There are a number of explanations for the rise in celiac
disease, gluten sensitivity and non-celiac
gluten sensitivity. The first is that in the
1950s, there were food shortages, and
scientists had to figure out how to feed
people better. During this process, the
wheat grain was bred to: grow faster, be

drought resistant, and resist falling over
(which would ruin the wheat). Additionally, people are eating significantly more
gluten, and the microbiome in many is
impaired due to antibiotic use and stress.
The wheat available in the United States
today is potentially more allergenic due to
the increased gluten content. Additionally,
we are eating more gluten more often. A
typical person has cereal for breakfast, a
sandwich for lunch, and pasta as a main
or side dish for dinner. Layered on this is
the fact that our lifestyles are busier, can
increase stress that result in playing a role
in the balance of bacteria in the gut that
helps us digest our food and impacts our
health. Lastly, the increase in antibiotic
usage also alters our gut balance. Since
celiac disease is an exposure-dependent
disease, all of these factors can lead to
a rise in the incidence of celiac. Dr. Dan
Leffler states that the incidence of celiac
doubles every 10-15 years.

Question:
Answer:

Why is gluten

free food so expensive?

Packaged gluten
free foods often use grains that are more

expensive than wheat (tapioca, teff, millet,
quinoa, etc.), and this raises the cost of
the goods. In order to say that something
is gluten free, there needs to be testing
every step along the way which also adds
to the cost. Demand for gluten free food,
although rising, is less, therefore resulting
in a higher price.

Question:
Answer:

Do you have any
money saving tips for GF families?

Whenever possible, buy natural foods (the perimeter of
the supermarket, where you find fruits
vegetables, meats, fish, poultry, dairy.)
Shop in bulk. Some of the big box stores
are carrying increasing numbers of gluten
free items. Look for sales and stock up
on items then. When possible, do your
own baking. Remember, processed gluten free products are often not as good
for you. Sugars and fats are added for
taste and consistency in order to make
our food taste more like non gluten-free
food. Buy whole grains that are minimally processed. And buy foods that are
recognized as themselves (an apple is an
apple).

Photo: Wannha Klinpun/Shutterstock.com
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Celiac Symposium

April 1, 2017, Norwood, MA
Photos by Andrew Kubica

The National Celiac Association and the Harvard Medical School Celiac Research Program
presented an all-day symposium on April 1, 2017 at the Four Points by Sheraton just
outside Boston, MA.
A distinguished panel of doctors gave
informative presentations on celiac disease and other gluten-related disorders
to more than 250 patients and healthcare
providers. Visit https://www.national
celiac.org/resources/2017-symposiumspeaker-slides/ to view the speaker slides
or https://www.nationalceliac.org/news/
to review Questions & Answers from the
day. CEUs for registered dietitians and
nurses were provided.

Michelle Carfagno and Rachel
Doreian from the Greater Knead
14

Also at the meeting, attendees could
visit over 20 tables of vendors, and enjoy
mouth watering and ample breakfast
and luncheon buffets (all gluten-free of
course). All together it was a most unique
and special day!!

We know this day was a source of
strength to so many and we have already
begun working on the next one in
November 2018. Hope to see you there!

This day offered a chance to meet, learn
and share together what can’t be done on
a website and is also a place where you
can partake of safe gluten-free meals.

Susie Flaherty, Communications Director at Center for Celiac Research and
Treatment at MassGeneral Hospital for Children
www.nationalceliac.org

Wendie Trubow, MD, and
Alessio Fasano, MD

Kate Scarlata, RDN, LDN

food at buffet

Dascha Weir, MD
617-262-5422 or 888-4-CELIAC

Daniel Leffler, MD, MS

Tami Goldsmith
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Spring/Summer
Cook’s Corner
by Judith Mann (Nurse/Celiac/Foodie)

This time around I gathered and tested recipes from my
colleagues at Cape Cod Hospital Birthing Center. They have
busy lives consisting of work and caring for their families.
These recipes have been modified gluten free but that has not
changed how fast, nutritious and comforting they are.
Thank you friends!

Chicken Enchilada Soup
Courtesy Rachael (Rae) Phalen, RN, CNM-Midwife
Ingredients
2 boneless skinless chicken breasts (about 1 pound)
2 cups GF organic chicken stock
1 1/4 cup red enchilada sauce (I like Frontera)		
2 (14-ounce) cans black beans, rinsed and drained
1 (14-ounce) can fire-roasted diced tomatoes, with juice
1 (15-ounce) can whole-kernel corn, drained
1 (4-ounce) can diced green chilies
2 cloves garlic, minced
1 sweet onion, peeled and diced
1 teaspoon ground cumin
1 teaspoon salt, or more/less to taste
Garnishes: chopped fresh cilantro, diced avocado, diced red onion,
shredded cheese, sour cream, tortilla strips/chips
Directions
1. Add all ingredients to a large slow cooker, and stir to
combine.

Creamy Tuscan Garlic Bow Tie Soup
Courtesy of Shania Nix, RN, Traveler
Ingredients
2 Tablespoons butter
1 small white onion, diced
3 cloves garlic, minced
4 cups GF organic chicken broth
28 ounce can diced tomatoes
1 15 ounce can white beans, drained and rinsed
1 cup plain Greek yogurt
1/4 cup grated parmesan cheese
1 Tablespoon Italian seasoning
1 teaspoon salt
1/4 teaspoon pepper
2 cups cooked and shredded chicken (I used rotisserie)
2 cups spinach
1 box of Jovial GF bow tie pasta

Photo: 5 second Studio/
Shutterstock.com

Directions
1. In a large pot over medium heat, melt the butter.
2. Add onion and garlic and cook until tender.
3. Add chicken broth, diced tomatoes, white beans, heavy
cream, Parmesan cheese, Italian seasoning, salt and pepper.
Bring to a simmer.
4. Add the chicken, GF bow tie pasta and spinach. Let simmer
for 10 minutes to thicken and for the bow ties to cook.
Serves: 8
Nutritionals: Per Serving: 329 calories, 8g fat, 31g carbohydrates, 665mg sodium,
15g protein.

2. Cook for 3-4 hours on high heat or 6-8 hours on low heat,
until the chicken is cooked through and shreds easily.
3. Use two forks to shred the chicken.
4. Serve warm, with garnishes.
Note: You can refrigerate in a sealed container for up to 5 days
or freeze it for up to 3 months.
Servings: 6
Nutritionals: Per Serving: 440 calories, 10g fat, 23g carbohydrates, 700mg
sodium, 23g protein.

Always check that every
ingredient you use is
gluten-free.
Photo: Taterosian Yana/Shutterstock.com
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Garlic Parmesan Roasted Brussels
Sprouts

Erika’s Oven Grilled GF Pizza

Courtesy of Melissa Calhoun, RN

Ingredients

Ingredients

GF pizza dough (I like Wholly Wholesome or make my own with
King Arthur GF Pizza Flour)
2 hefty Tablespoons of garlic basil tomato paste thinned with
2 Tablespoons of water
1 1/2 cup shredded mozzarella
1/4 cup fresh grated Parmesan cheese
1/2 cup shredded spinach
1 small jar of marinated artichokes
1/2 cup red pepper, sliced thin
2 Tablespoons black olives
2 Tablespoons pesto (I like Trader Joe’s or make my own)

1 lb Brussels sprouts, halved
and stems cut
1 heaping Tablespoon garlic paste
3 Tablespoons Parmesan cheese

Courtesy of Erika Fox, RN AKA Foxy Cleopatra

Photo:Natallia K/
Shutterstock.com

Directions
1. Preheat oven to 425 degrees.
2. Place Brussels sprouts in microwave safe bowl and small
amount of water cover and cook on high for three minutes.
3. Remove sprouts from bowl and place into a zip lock bag
with the garlic paste. Shake bag to coat.
4. Place sprouts on oiled baking sheet and sprinkle on cheese.
5. Bake until cheese starts to get brown, about 4-5 minutes.
Serves: 5
Nutritionals: Per Serving: 92 calories, 5g fat, 11g carbohydrates, 175mg sodium,
4g protein.

Directions
1. Preheat oven to 450 degrees. Place a square grill pan or
pizza stone or pizza pan in oven to preheat as well.
2. Defrost dough and place between two pieces of non-stick
aluminum foil, flatten to desired thickness.
3. Brush dough with olive oil and place in oven on heated pan
or stone. Cook for 8 minutes then turn and bake for 5 minutes more.
4. Remove crust from oven and top with tomato paste, mozzarella cheese, spinach, peppers, olives and parmesan. Flick
the pesto all over the pizza.
5. Return pizza to grill pan in hot oven and bake until cheese is
bubbling and staring to turn brown.
6. Let cool for 5 minutes before cutting.
Serves: 8
Nutritionals: Per Serving: 250 calories, 12g fat, 22g carbohydrates, 350mg
sodium, 10g protein.
continued on page 18
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Spring/Summer Cook’s Corner
continued from page 17

Strawberry Cheesecake Brownie
Courtesy of Judith Mann, RN
Ingredients
Brownie Layer:
Your choice of GF Brownie Mix (I used Betty Crocker GF Brownie Mix)

5. Spoon the cheesecake mixture on top of the pre-cooked
brownies and carefully smooth out with a rubber spatula. If
you spread it too roughly, you will tear the brownies underneath.
6. Once the cheesecake layer is smooth, spoon the strawberry
jam on top. Using a butter knife, gently swirl.

Cheesecake Layer:
8 ounces cream cheese (at room temperature)
1/4 cup white granulated sugar
1 large egg
1/2 teaspoon vanilla extract
3 Tablespoons strawberry jam

7. Return the pan to the oven and continue baking for another
20 minutes.
8. Allow the brownies to cool for about 20 minutes on the
counter, then place the pan in the fridge and allow to cool
for another 2-3 hours prior to cutting.

Directions
1. Preheat the oven to 350 degrees.

4. While the brownies are baking prepare the cheesecake
mixture. In a medium size bowl beat the cream cheese until
creamy. Add the sugar, egg and vanilla extract. Mix on high
speed until mixture is smooth and creamy, no lumps.

Photo: Natallia K/Shutterstock.com

2. Prepare 8x8 baking dish, spray with cooking spray.
Set aside.

Serves: 9
Nutritionals: Per Serving: 310 calories, 15g fat, 60mg sodium, 30g carbohydrates, 6g protein.

3. In large mixing bowl prepare the brownie batter per directions.

Photo:Suthasinee/Shutterstock.com
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The Gluten-Free Way:

The Challenge and Burden of
Being Gluten-Free
by Lauren Komack, MSW, LICSW

Photo: chuanpis/Shutterstock.com

Getting a definitive diagnosis of celiac disease may have been easy for you or it may
have ended years of going from doctor to doctor to find out why you are symptomatic
(digestive distress, anemia, osteoporosis.)
There are a range of responses to finding
out that you are now living with a chronic
illness whose only treatment is to follow a
gluten-free diet. There is likely to be relief
in learning the cause of these symptoms.
However, there are other possible reactions. It can be experienced as a trauma.
Depression, anxiety, worry, anger, confusion can be present. Some may experience these feelings briefly, and for some it
may take longer to adjust to this.
Even with all the attention to and prevalence of gluten-free foods, menu options
at restaurants, on-line recipes, and blogs,
it is likely to be a challenge and, for some,
even a burden to find out that you must
follow a gluten-free diet for life.

Why is this so?
Although there is not a “one size fits all”
response, consider the following:
• You are giving up an entire way of eating that you have developed over the
years
• You can no longer eat some of your
favorite foods
• You can no longer eat some of the
traditional foods you grew up with
• You can no longer be spontaneous in
your eating
• It will be harder to go to parties
• It will be harder to eat in other people’s
homes

• You will have to educate yourself about
what is truly gluten-free
• You will need to learn to read all food
labels
In summary, you will have to take a step
back from your eating routine to reassess almost every aspect of your eating
until you are comfortable with it. You are
likely to have to respond to well-meaning people who say something like “it
could be much worse” or “but there are
so many gluten-free choices out there
now.” Although these comments are true
and are well-meaning, being grateful for
having to adjust to so much may not be
possible for you right away. In time, this is
continued on page 20
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The Gluten-Free Way:
The Challenge and Burden of
Being Gluten-Free
continued from page 19
likely to change, but it is up to you to say
when things are okay! At that time, you
will be able to interact with your friends
and family from a position of knowledge
and advocacy. This may, at times, be
daunting. But it is important to know that
you can and will do it.

Period of Adjustment
After the period of adjustment (and this
will be different for each of you), you
will then be able to take advantage of
the new gluten-free options that exist in

the stores and at restaurants. You will,
through trial and error, find tasty healthy
gluten-free foods that you can prepare
and teach those around you to prepare
for you. Hopefully, you will enjoy the process of discovering new ways to prepare
foods. And you may even enjoy surprising
friends and family with a delicious completely gluten-free meal.
If you are a parent of a child who has just
been diagnosed, you will discover just
how vigilant and protective you will need
to be. Your communication and advocacy
skills will be carefully honed. You will learn
a whole new way of shopping and cooking for your child. You will be educating
the rest of your family about food safety.

You might even decide to switch to a
totally gluten-free kitchen.
Whatever burdens this diagnosis brings,
with the help of organizations like NCA,
research from the internet, careful shopping, and speaking with others who have
needed to eat gluten-free will hopefully
bring you knowledge, comfort, and
peace of mind. Those burdens will have
transformed into challenges that you can
master.
Do you have an experience to share or a
topic you would like to have addressed?
Send your question, your story, or your
experiences to glutenfreeway@national
celiac.org

Photo: Billion Photos/Shutterstock.com
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NCA’s Tips for the
Gluten-Free/Celiac College Student

Photo: Tyler Olson/Shutterstock.com

“The campuses I spoke with have significant policies / procedures in place, but execution wasn’t always consistent in the eyes
of the students. Additionally, the accommodations often didn’t match the student’s spontaneous lifestyle preferences or protect
against cross contamination from other students. The best facilities (from the student perspective) had dedicated and limited
access to separate gluten / allergy kitchens that allowed the students to take ownership and control.”
Rebecca Toutant, MA, RDN, LDN, CDE, author of the “Navigating the Gluten-free Diet in College”
• When researching schools, ask to be put in contact with a
student who follows a gluten free diet on campus. Contact
that person and ask how their experience has been at the
college you are considering.
• As the new journey of college life begins, it is important for
the student to become their own advocate.
• Get to know the head of dining services and befriend the
servers. The staff changes frequently so get to know multiple servers. Be very friendly; they will want to help you.
• If you ask the line cooks if something is gluten free and they
say yes but it’s not….politely go back to the line cook and
point out why it’s not GF if it’s visibly gluten filled. Additionally, bring it to the dining services manager to show them.

• If you have been glutened, go directly to the head of dining
services rather than the food staff and point out what was
chosen as the gluten free option and how it appeared. The
head of dining services will be more likely to re-train the
staff at the time that it happens.
• Keep a journal of your dining experience and send an email
to let dining services know about any issues. If the staff
doesn’t know there’s anything wrong, they assume all is
fine. You don’t want the glutened experiences to pile up;
they need to know right away. Don’t sit back and be passive; if you have a meal that’s not GF, say something.
• Make sure you’re not afraid to ask questions.

Download the full Gluten-Free College Survival Guide at www.nationalceliac.org
617-262-5422 or 888-4-CELIAC
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Kitchen Tools for Portion Control
by Julie Hersey, MS, RD, LDN
Stop & Shop Nutritionist

From restaurant dinner plates to everyday forks and cups, portion sizes have almost
tripled in size over the last twenty years. This is just one of many reasons it is harder than
ever for us to control how much we think we should be eating and how much we
actually eat.
Portion or Serving?
What exactly is the difference between
a portion and a serving? A portion is the
amount of food that you choose to eat for
a meal or snack, and is completely under
your personal control. A serving is a specific amount of measured food or drink,
such as one cup of milk. It is important
to realize that many foods come as a
single portion but actually contain multiple
servings.

yours to an actual cup or teaspoon for
more precise accuracy.
Measuring cups & spoons: A tried
and true kitchen staple for measuring
larger portions of grains like cereal, brown
rice or quinoa. Use measuring spoons to
keep track of smaller, high-calorie portions of fats like olive oil, nut butter and
seeds.

The best way to maintain, lose or gain
weight is to get a handle on everyday portions. Keep yourself honest and prevent
overeating by estimating portions with
these familiar kitchen tools.

Some Tools

Photo: Andreas Berheide/Shutterstock.com
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Your hand: One of the best tools since
it is with you at all times. In general, the
size of your open palm is three ounces
of meat, your fist is a cup of grains and
veggies, half your fist is a half cup of fruit
and your thumb tip is about one teaspoon
of fat. Because hand sizes vary, compare

Muffin tin: Larger muffin tins (6 cups
per pan) hold about 3/4 cup each making
it just right for rich and savory entrees like
chicken pot pie and casseroles. Liners
are about 1/3 of a cup and work well for
baked goods, granola and snack items.
Plus they are light weight and disposable
for minimal clean up.

Shot glass: Sizes and shapes may vary
but in general a full shot glass measures
slightly over an ounce (about 2 tablespoons). Use for fats and sauces like
salad dressing, cooking oil, nuts and
barbeque sauce.

Portion baggies: Available in a variety
of sizes and even marked with quarter-cup measurements. Simply fill to your
desired portion for trail mix, popcorn and
crackers. Save calories and money by
creating your own individual packaged
snacks from bulk sizes for quick breakfast
or afternoon snacking.
Ice cube trays: Think beyond water
to store and freeze herbs, cookie dough,
leftover smoothies, coffee or wine for later
use.

Photo: grafvision/Shutterstock.com
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Bento boxes: A popular lunch box in
Japan used to carry meals on the go.
The box contains four or five compartments of varying shapes and sizes to
keep elements of your meal separate.
The idea is to make portions attractive by
dividing food into colorful arrangements
which also helps remind you to eat a
variety of food groups.

Photo: svry/Shutterstock.com

Our Columnists

Since this magazine may be a first for you, you may wish to learn a little more about
our regular columnists.
Carla Carter is a busy mother of 2 young children and
works full-time as an occupational therapist. She was diagnosed with celiac disease over 16 years ago and ventured
out for several years as an entrepreneur, educating restaurants on how to safely serve those with food allergies and
celiac disease. She joined the board of NCA in 2006 as the
Program Chair and now acts as a Board Member at Large.
It is her passion to help others find the path towards good
health.
Julie Hersey, MS, RD, LDN is the nutritionist for Stop &
Shop New England. She is a registered dietitian with a passion for helping customers find, select and enjoy the healthiest choice in each aisle. Her office is located inside of the
Stop & Shop in Chelmsford, MA. Email her at Julie.hersey@
stopandshop.com.
Lauren Komack, MSW, LICSW, recently retired from work-

617-262-5422 or 888-4-CELIAC

ing as a clinical social worker with a general private psychotherapy practice. She has a special interest in helping individuals and their families cope with living with celiac disease
and other chronic medical conditions. She enjoys travelling
and has never let celiac disease prevent her from taking a trip.
Lauren has been on the Executive Board of NCA and written
the Gluten-Free Way column for the magazine for many years.
Judith Mann is a self-proclaimed nurse, celiac and foodie
who enjoys sharing her passion for food with others. Be sure
to try some of her amazing recipes found in each issue!
Ilana Marcus has written many different articles for the magazine and currently writes the Celiac Stories column. We never
know if she is going to submit an article from another country,
a poem or a story about her wonderful family, but her column
is always worth a read. Enjoy — and follow her on Twitter at
@ilana_rebecca to read more.
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Celiac Stories:

How Not to Tell Someone
That They Have Celiac Disease

A

by Ilana Marcus
Twitter: @ilana_rebecca

fter my grandmother
was diagnosed with
celiac disease, my mom
did some research and
learned that it can run
in families. She consequently had her four daughters tested.
My test came back positive, and two of
my sisters’ were negative, which left one
more daughter to check.
At the time, my sister Tali was about to
finish her senior year of high school. She
grudgingly submitted to the blood test
just like the rest of us, then put it out of
her mind as she continued to indulge
in her beloved pizza, pasta, and bread.
Whereas my favorite carbohydrate, the
potato, is fortuitously celiac friendly, Tali
was always our family wheat lover, and
“adventurous” is not how I would have
described her eating habits.
One spring morning shortly after I’d gone
completely gluten-free, I got a text message from my mom.
“We got Tali’s celiac test result back,” she
wrote. “And it’s positive.” My hand flew to
my mouth, staring at the screen. When
I was at home the next day, I pulled my
mom aside.
“Does she know yet?” I asked.
“No,” she said. I raised my eyebrows.
“Are you going to tell her?”
“Of course I’m going to tell her!” She
continued, “I was thinking that if she
could see you being excited about all
of the different foods you’ve discovered
already, maybe she wouldn’t be so upset
24
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when she finds out.” I shrugged. I was
only a couple months into my own gluten
free diet. Having gone on a disappointing
gluten free bakery splurge and baked
some very metallic-tasting chocolate
chip cookies, I wasn’t sure I had anything
positive to contribute.

The Plan
My mom’s idea was for Tali to accompany
me to the local allergen-friendly health
food store, which boasted the largest
concentration of gluten free food available
within a five town radius. We would do
a quick spin through the aisles, and Tali
would be thrilled to see cinnamon buns
and plenty of (oddly flat) cakes and pasta,
so that when we broke the news to her,
she would already be in a more positive

celiac-oriented mindset. A flawless plan.
We convinced Tali to join me on a trip to
the store. Inexplicably, our younger sister
Marielle, who didn’t know about Tali’s test,
decided that she wanted to go also. The
more the merrier. We wandered around
the store, and I talked up the products
I’d tasted. Tali feigned interest, but it was
clear that she was not impressed, even
by Udi’s blueberry muffins and Kinnikinnick’s frozen glazed doughnuts, my
personal favorite.
We got back into the car, Marielle sitting
next to me up front and Tali sliding into
the back. Moments before I pulled out of
our parking spot, I turned to see Marielle
frantically gesturing to get my attention,
holding up my phone. She was staring
www.nationalceliac.org

at the text message my mom had sent
about Tali’s test, her eyes widened in
alarm. She motioned toward Tali, oblivious
in the back.
“Does she know?” she mouthed. I shook
my head, pressing a finger to my lips.
Marielle slumped into her seat. Tali said,
“What’s going on, why are we just sitting
here?”
“No reason, we’re going,” I said, turning
on the car.

The Great Reveal
When we got home, Tali plopped down
onto the sofa, and my mom sat down on
the couch next to her.
“Wasn’t that a great store, Tali?” my mom
asked. Tali shook her head, eyes large.
“Thank god I don’t have celiac disease,
that’s all I can say,” she said, and after
glancing at me, adding, “No offense.”
“Well…” my mom started, and I grimaced.
“You actually do have celiac disease, Tali.
We just got the test back.”
“Good one, no I don’t,” Tali said, likely
considering that my mom was always up
for a good prank. She looked towards me
for confirmation and a laugh, neither of
which I had prepared in that very
horrible moment.

“Are you serious?” she said, pausing
between the words as though each one
required an entire breath to produce.
“Yes,” said my mom. Tali looked at me
again.
“Did you know?”
“Only since yesterday!”
“Did you also know??” I hadn’t noticed
Marielle appear in the room, but Tali’s last
question was for her.
“Only for like twenty minutes! I saw the
text message on Ilana’s phone in the car!”
Tali fumed. “You all knew? And you
made me go to that terrible store?” She
screamed, “That is so messed up!” and
jumped up from the couch, storming up
the stairs and slamming the door of her
room closed behind her.
Marielle, my mom, and I all looked at each
other.
“What should we do?” Marielle asked.
“I’ll go up and talk to her,” my mom said.
“She’ll be upset about it no matter what
you do,” I said, adding, “All Tali eats is
pizza!” We all went upstairs to comfort
Tali, who was crying loudly into her pillow,
her face puffy.

there are lots of things to eat.”
Tali wailed, “No there aren’t!”
My mom said, “I’m so sorry, Tali. It really
stinks.”
Tali said, “You’re all the worst!”
Marielle probably had the best idea, which
was to sit on the edge of the bed and rub
Tali’s back.

Recovery
Tali did eventually recover from the
traumatic delivery of her celiac diagnosis.
She became a proud member of Celiac
Nation, posting informative tidbits every
day of celiac awareness month and going
through her own baking and cooking
successes and failures, including one
memorable time when she mixed up
xanthan gum and rice flour.
Some things just can’t be sugarcoated,
although we did try our best to break
the news to her gently. She helped us
all understand that everyone handles
diagnosis differently, and that a miserable
initial reaction isn’t correlated with ability
to handle the disease down the line. And
if Tali has to inform someone herself one
day, maybe she’ll be able to teach us a
thing or two.

“It’s going to be okay,” I tried, “You’ll see,

Photo: natalia bulatova/Shutterstock.com
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Building Momentum
by Nicola Harrington

Following the successful re-establishment of its operations in the fall of last year, The
Gluten-Free Food Bank has continued to make progress. We are receiving food from a
growing number of sources, and looking to expand our operations of food distribution.
Excitingly, we have been contacted by
Gillian’s Foods who would like to work
with The Gluten-Free Food Bank on a
regular basis. We picked up our first
contribution of bread and cupcakes in
March. Receiving regular contributions is
extremely helpful in terms of planning and
expansion. We know that there are more
food pantries out there who require food
for their gluten-free clients. Having reliable
sources of incoming food allows us to get
rid of our current stock knowing that it will
be replaced and that we can provide continuity of service to our clients. Ronzoni
and Namaste have also made a commitment to giving us food on a regular basis.
Other local companies who have made
donations, and who we are looking
forward to working with more in the future
are Something Sweet without Wheat
who gave bread, and 88 Acres who gave
a large donation of their craft seed bars.
We also received a selection of groceries
from Trader Joe’s, holiday cookies from
Walkers Shortbread, and oatmeal and
granola from Bakery on Main.
We have added four freezers to our storage facility, allowing us to take frozen and
perishable products. Thank you to Ian’s
Natural Foods for a generous donation of frozen goods, including breaded
chicken and fish. We would love to have
a couple of volunteer drivers who would
be prepared to drive a rented refrigerated
26

truck to collect frozen or perishable food
on our behalf. Please let us know if you
would like more details and/or can
help us out.
Thank you once again to Celiac Kids
Connection for holding an amazing food
drive at their holiday party. Celiac Kids
member Brendan Weissel held a food
drive at his Bar Mitzvah in January, and
collected over 150 items of gluten-free
food. We really appreciate this effort! If
you are interested in holding a food drive
on our behalf, please get in touch.
Do you have questions or would you like
to help the Gluten-Free Food Bank?

Brendan Weissel
If so, please contact Nicola, the
director of the Gluten-Free Food
Bank, by email at glutenfreefood
bank@nationalceliac.org
www.nationalceliac.org

Please consider donating
to celiac research through
an internship.
Emma Clerx has been accepted again for a 12-week summer internship program at BIDMC’s Celiac Research Center
under Dr. Dan Leffler. NCA supported Emma Clerx last year,
and we were all impressed with her work and growth. Now,
as a junior at Harvard University and still on full scholarship,
we would like to support her again. Let us encourage her by
continuing to pave the way for celiac scientists in the future.
If you would like to support this important stage in Emma’s goal to be a celiac research
scientist please consider making a donation. Visit https://www.nationalceliac.org to make
a donation online or mail a check to: NCA Intern Scholarship Fund, PO Box 600066,
Newton, MA 02460
Emma Clerx

617-262-5422 or 888-4-CELIAC
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Through the Years with Celiac Disease
By Marjorie Wilkins Rogers

Here I am over forty five years gluten free,
lactose free and soy intolerant, living a full
and active life as a healthy senior citizen.
Please join me as my story unfolds.
Back in 1935 a daughter was born to
Olive and Donald Wilkins in Farmington, a town about 72 miles northwest of
Portland, Maine. She was a healthy baby
weighing seven pounds three ounces. All
went well until at two years of age, she
became ill with vomiting and diarrhea
and was failing
to thrive. Her
parents took
her to Lewiston
and then on to
the hospital in
Portland Maine.
They were looking for someone with more
experience
than they were
offered in their
small town of
Wilton, Maine.
Marjorie during her
She was hosillness
pitalized to no
avail. Her minister went to visit and came
back to tell Olive and Donald to bring her
home or she would die in there. They did
just that and lovingly cared for her for a
year, changing sheets many times a night.
By the time she was three years old, the
symptoms subsided leaving her with
muscles that were so wasted she had to
learn to walk all over again.

Growing Up
This is the story told to me by my parents. From there I grew from a healthy
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preschooler into my teens and adulthood.
I reached the height of five feet eight
inches, but was always on the low scale
for weight. I went through life blaming
any gastrointestinal (GI) upsets on a “bug”
or “nerves”.
I graduated
from nursing
school, worked
in this profession for twenty
five years,
married Dick
Rogers and had
three healthy
children. In
1968, when my
children were
ten, seven and
four, I began to
Nurse Rogers
have repeated
GI attacks and
would spend two hours in the bathroom
every morning before I felt safe to leave
the house. I learned where every rest
room was in all the stores I frequented.

Take a Rest
I knew I could not continue this way and
went to my general practitioner for a visit.
He said you are into too many things and
caring for three young children so you
need a rest. Go home and go to bed for
a week. My mother came to help me with
the children and I did stay in bed as much
as possible.
At the end of a week, I knew this was
not working so I went back to the doctor,
telling him that we had to look for another cause. He did some blood work and

ordered an upper GI x-ray with a small
bowel follow through. I could hear the
doctors conferring outside my room.
“Hmm, this may be suggestive of sprue”.
It was no surprise when my doctor called
me the next day to tell me to go on a gluten free (GF) Diet. I was familiar with the
diet as my mother had been diagnosed
with celiac sprue ten years before me. I
had researched the diet, what little I could
find, and brought her back to good health
and her former weight. She lived to be
eighty-seven years old.

More Tests
A week later, the doctor called and said
he wanted me to go off the GF diet and
see a GI specialist at Lahey Clinic. He
said I was so young that he did not want
to confine me to a GF Diet for the rest of
my life if not necessary.
I followed orders and went back to a regular diet and said to Dick, “I want to go to
Howard Johnson’s for their fried clams.”
In my mind I was pretty sure that I would
not be able to have them again. I was so
sick all that night.
At the Lahey Clinic, I had a xylose blood
and urine screening and was asked to
collect a 72 hour fecal fat collection.
The latter was not a pleasant task but I
managed. The testing culminated with an
endoscopy and small bowel biopsy with a
positive diagnosis of celiac disease. I responded well to the gluten free diet. We
now have additional serological and HLA
testing to help with diagnosis and dietary
compliance. My IgA-tTg level remains
below twenty.

www.nationalceliac.org

Marjorie, Dick and their three children

Intolerances
Ten years ago my GI symptoms returned.
By trial and error I had figured out that
it was lactose Intolerance before having
it confirmed by being tested at my GI
doctor’s office.
A few years ago my symptoms returned.
Back to the drawing board. I kept a food
diary and narrowed it down to soy intolerance. There is no test for soy intolerance.
After removing all products containing soy
from my diet, my symptoms subsided.
I am grateful for the excellent care by my
medical team at BIDMC who have kept
my celiac disease, hypothyroidism and
osteopenia all in check. I believe that
follow up care and a positive attitude are
key to one’s future good health.

Volunteering
Through the years I have volunteered for
two leading celiac organizations. One was
a pioneer group known as The National

617-262-5422 or 888-4-CELIAC

Celiac Sprue Society and its New England
Chapter, now defunct.
Over the past twenty years I have been
privileged to volunteer for the Healthy
Villi, now the National Celiac Association
(NCA) and watch it grow into fruition.
Each new chairperson and executive director of NCA has come
on board with their own strengths
and expertise enabling the organization to grow and enrich so many
lives in a larger demographic
outreach.
The majority of my time with
NCA has been spent in membership and outreach allowing
me to guide people through the
maze of their gluten free journey
as they shared their personal
stories. Reaching out to those
living the gluten free lifestyle has
enriched my life and has been one
of my greatest pleasures. Caring
conversations create a beginning

for a commitment to gluten free for life.
Over the past twenty years our world has
exploded with a plethora of GF products,
GF menus, improved labeling and more
valid literature through publications, the
internet and social media. Life is good!

Marjorie
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A Taste of the Tropics. . .
No Passport Required!
by Julie Hersey, MS, RD, LDN
Stop & Shop Nutritionist
Illustration: Juliar Studio/Shutterstock.com

There is no need to cash in your air miles to enjoy the taste and smells of paradise.
Just take a trip to your local produce department for an expanded selection of fresh
exotic produce - crunchy jicama, fresh coconuts, sweet papaya, and juicy mangos are
waiting to be explored!
One of the best ways to satisfy your
sweet taste buds is with fresh fruit. Available all year-round, mangoes are the most
commonly consumed fruit worldwide.
And there is no wonder why. A one cup
serving of mango provides:

Two-Way Mango Prep:
#1) Mango Cubes – great for salsa, salad,
chutneys and skewers

#2) Mango Slices – great for wraps,
smoothies, snacks and dessert

3 100 calories
3 3 grams of dietary fiber
3 100% of daily vitamin C
3 35% of daily vitamin A

Mango Fun Facts:
3 The paisley pattern, developed
in India, is based on the shape
of a mango.
3 A basket of mangos is considered a gesture of friendship in
India. Bring some to a cookout
or picnic!

Since mangos can come in many colors,
don’t judge the ripeness on color. Instead
give it a gentle squeeze. A ripe mango
will “give” slightly and a firm mango will
ripen if left at room temperature for a few
days. A mango has one long, flat seed in
the center of the fruit. With a little practice
you will find it easier to work around each
time.
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Mangos pair well with sweet, spicy and
savory flavors. Use these simple tips and
recipes to enjoy mangos at every meal!
- Peel back the skin and simply enjoy
as is

Mango Fun Facts:
3 A mango tree can grow as tall
as 100 feet.
3 Mangos are available all year
long.

- Sprinkle with sea salt and a
squeeze of fresh lime juice
- Kick up the heat with a sprinkle of
chili powder or drizzle of hot sauce

www.nationalceliac.org

- Puree as a mix-in for marinades,
smoothies, pancakes or non-alcoholic beverages
- Use frozen chunks as ice cubes to
infuse water or iced tea
- Skewer between meat or seafood
on kabobs for grilling

Grilled Mango & Banana
Skewers with Honey
Cinnamon
Ingredients
4 bananas cut into 1/2-inch pieces
3 mangos cut into 1-inch chunks
juice of 1 lemon
1/2 cup honey
1/2 tsp ground cinnamon
cooking oil spray
1 cup of water
Steps: If using wooden skewers, soak in
water for at least 30 minutes to prevent
burning while grilling. Clean grill and
preheat to medium. Add banana and
mango to 1 cup of water with lemon juice
and soak for 20 minutes. In a small bowl,
combine honey and cinnamon. Thread
fruit onto skewers. Coat with honey-cinnamon mixture and spray with cooking oil
to prevent fruit from sticking to the grill.
Grill for 5-10 minutes until warm, tuning
regularly. Do not overcook or fruit will
become too soft.
Serves 6.

Lemongrass Mango
Shrimp
Ingredients
1 Tbsp peanut or canola oil
1/4 cup minced shallots
2 Tbsp minced fresh ginger
1 Tbsp minced garlic
2 Tbsp jalapeño, no seed
1 stalk lemongrass, split in half
1 1/2 cup snow peas
3/4 lb cooked shrimp, peeled and deveined,
tail on
1 cup lite coconut milk
1 Tbsp red curry paste or 1 tsp chili powder*
3 Tbsp lime juice
1 mango, diced

Add snow peas and shrimp and sauté
an additional minute. Add coconut milk,
curry paste, lime juice and diced mango.
Cook for 2–3 more minutes. Remove
lemongrass stalk before serving.
Serves 4.
*Add 1 tablespoon of chili powder for mild,
more for medium to hot.
Sources:
National Mango Board: www.mangos.org
Recipes: www.stopandshop.com

Steps: Heat large skillet over medium-high heat. Add oil, shallots, ginger,
garlic, jalapeño and lemongrass stalk.
Cook until fragrant, about 30 seconds.

Always check that every
ingredient you use is gluten
free.
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Welcome to the
National Celiac
Association!
The National Celiac
Association remains
dedicated to the mission of
supporting, educating, and
advocating for individuals
with celiac disease, their
families and communities
across the nation. Our
grass roots approach hasn’t
changed in the 24 years we
have been in business. You
matter to us!

Want to know
what’s happening
in your area of
the country?
Visit www.nationalceliac.
org/events to see upcoming
events across the nation!
Do you know about an
event that we aren’t aware
of? Add it to our calendar
at www.nationalceliac.org/
events/community or send
an email to kim@national
celiac.org
Connect with NCA on
at www.facebook.com/nationalceliac
and at www.nationalceliac.org

What does an NCA membership
do for you?
We try to support our members in many different
ways, all with the idea of offering sound medical
information and sharing ways people cope with the
gluten-free life style.
•

Subscription to the Gluten-Free Nation magazine published 3
times a year

•

Monthly NCA News e-newsletter

•

Educational materials

•

Phone and email availability for questions, concerns, and other
communication

•

Up-to-date website with relevant information

•

Annual national Celiac Conference

Remember: Be Sure We Have
Your Current Email Address!
The monthly e-newsletter goes out the first week of every month and is a
great way to get up-to-date information on product recalls, scientific updates,
recipes and more! We know you are a member, but we may not have your
email address. If you did not receive NCA News earlier this month but would
like to, just send an email to kim@nationalceliac.org with your name and email
address.
We are here for the primary goal of serving the celiac community. It is our
passion, mission, and bread and butter. (Gluten-free of course!)
Hope you all have a wonderful, peaceful, renewing,
restful summer!
Lee Graham, Executive Director

Just a friendly little reminder to recycle this
magazine. We thank you (and so does
the environment).

