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Visit to

Atlanta Georgia
by Oonagh Williams

I was a speaker at the 40th Annual Gluten Intolerance Group Conference in May 2014.
My husband and I took a few extra days to explore the Atlanta area. The first thing we noticed is that Atlanta’s airport is huge and lacks user friendly signage. Getting to the rental
car was a trip of its own. Trying to find our way to the airport exit in the pitch black was
difficult even with the help of GPS. Returning to the airport was even worse with roadworks and again poor road signage to rental car return.
Reserve a car in advance or you might
find yourself with a very poor selection.
Even with booking in advance, we only
had the choice of a tiny car or a huge (gas
guzzler) SUV. Since Atlanta is a very busy
city, a small car is better for space and
parking.

Finding Your Way
AAA offers an excellent tour guide and an
even better map of the city, clearly showing the major tourist attractions. Even with
GPS, we found it easier to use the map to
choose a day based on attractions physically near to each other. If you can’t get
a AAA map, there are free tourist maps
available at places in the city.
Be aware that there are 100 streets,
avenues and lanes in the metro area that
have Peachtree as part of the address, so
quite confusing until you catch on.

We then moved to Renaissance Atlanta
Waverly Hotel & Convention Center, 2450
Galleria Parkway, just across the highway
from the Wingate. This was a very busy,
large, modern, attractively designed hotel,
and as attendees of the conference,
the rate was the same. However, Wi-Fi
was an additional $18/day and breakfast cost $19 with no mention of gluten
free offerings on the menu. On Saturday
night, twelve attendees from the GIG
conference were the only people in hotel
restaurant, and we found an uninteresting
gluten free menu. Conversely, the food
provided for us by the Conference Center
was excellent and safely gluten free.

I had booked a 5 course mystery dinner,
Throne of Games, at Agatha’s: A Taste of
Mystery (http://agathas.com/) and was
disappointed when it was cancelled. 3
course lunches cost $50, and the dinner
was $70. Check that they can accommodate gluten free; in 2014, Agatha’s
website mentioned gluten free but there
was no mention of gluten free options on
the website in 2015.

Sightseeing

Entertainment

Accomodations

Creative Loafing, a free weekly newspaper featuring articles about what’s on
and where to go also has a website,
www.clatl.com. Check it out in advance
so you can plan accordingly.

We spent our first night in Atlanta at
Wingate by Wyndham Atlanta Galleria
Center, 2762 Cobb Parkway SE. This
hotel provided us with a spotlessly clean
room, free Wi-Fi, refrigerator, microwave
and safe. An extensive breakfast including
eggs, bacon, fruit and yogurt was also
included, and the price was around $100/
night.

We enjoyed a performance of Shakespeare’s ‘The Comedy of Errors’ by the
Atlanta Shakespeare Company at
The New American Shakespeare Tavern
(www.shakespearetavern.com). Theatre
tickets were only $28 each, and this very
small, intimate dinner theater offered cafeteria-style hearty comfort foods. Gluten
free items were clearly listed on the menu,

617-262-5422 or 888-4-CELIAC

and I had Shepherds Pie. This is a small
theatre so you must book in advance.
Parking is difficult so allow extra time to
find parking and to get your meal.

We went to Georgia Aquarium (http://
www.georgiaaquarium.org/), where there
is airport-like security. The Aquarium
is huge; allow several hours and wear
comfortable shoes. The dolphin show
continued on page 4
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Visit to Atlanta Georgia
continued from page 3
was fun but very Disneyfied with a fantasy
musical that distracted from the dolphins.
There is a large cafeteria, but servers were
blank-faced when I asked about gluten
free options. Admission was $35 per adult
but discounts are available.
Next door to the Aquarium, is the World
of Coca Cola (http://www.worldof
coca-cola.com/), where you can pay $16
to taste some of the many different sodas
from around the world. Also close by is
the Inside CNN Studio Tour.
Atlanta Botanical Garden (http://www.
atlantabotanicalgarden.org/) is a beautiful
place for gardeners and non-gardeners alike. We visited this lovely, relaxing,
restoring place on the only fully sunny day
during our trip. Atlanta Botanical Garden
features an outdoor concert series, chef
cooking demos, amazing 20 foot tall living
garden sculptures, orchid house, pools
and a rose garden. The café menu did
not list gluten free items, but we took a
picnic and ate on steps by a large pool,
enjoying that wonderful sun on our faces.
Admission was $18.95 per person with
a AAA discount and on-site parking cost
$2/hour.

Sweet Auburn Market

Whenever we travel anywhere, I google
“gluten free in ...” to find safe places to
eat. With an amazing gallery of photos
and an entirely gluten free menu, I had
found Arepa Mia (www.arepamiaatlanta.
com) in the Sweet Auburn Market. Arepas
are a South American tapioca bread/bun
4

that is naturally gluten free, and a staple
of everyday life in certain South American
countries. I’ve bought some in the grocery
store and didn’t care for them, but until
you have tried something correctly made
from scratch you don’t know what it
should taste like.

I do wonder at the people who write the
tourism for the cities they live in. I always
do research, yet we had no idea of the
significance of the Sweet Auburn area because nothing was written about it. It is
actually the area where Martin Luther King
grew up, hosts a variety of festivals and
is minutes away from the MLK National
Historic Site (http://www.nps.gov/malu/
index.htm).

History

The arepas and empañadas at Arepa Mia
were phenomenal, made from scratch in
front of you, and really inexpensive. You
eat arepas by peeling back the wrapping
paper, and they are definitely messy but
so delicious. They offer a long list of different arepas and empañadas (corn pastry hand held pies), with different fillings of
beef, pork, chicken, fish, vegetarian and it
was very difficult to choose.

Le Metro Creperie (http://www.lemetrocreperie.com/), a crèpe booth which said
the crepes were naturally gluten free was
closed, but we were too full anyway.

The write
up for the
MLK site
was confusing as
well. We
parked
in the
free lot
and walked through a small garden, past
a beautiful reflecting pool with the tomb
of MLK and his wife, Coretta Scott King,
with flowers, murals and fountains to get
to the center. This is part of the National Park Service. The center is free, with
glass ‘walls’ displaying the history of MLK,
the freedom movement, life at that time
and the March on Washington.

The market also had the normal fruit,
vegetable, butcher and baker booths for
regular shopping. There were burger and
burrito joints but no mention of gluten free
options except for lettuce wraps in place
of buns or corn tacos.

These glass walls were difficult to read
and we didn’t notice a sign saying where
to start. What you could read made you
realize emotionally just what this man accomplished at the sacrifice of his life. This
is also where you must reserve a tour of

We bought some fresh pralines (pecans
cooked and saturated in a butter sugar
glaze), which are a traditional Southern
delight at Miss D’s (http://www.miss
dspraline.com/). Miss Dee herself is a
delight, with plenty of samples to help you
make a difficult decision. I also bought
some sweet pickled jalapeños.

www.neceliac.org

his childhood home. None of the Atlanta
tourist write ups had explained this and at
11 am the tours for the day were already
booked as they are first come, first serve
tours with no reservations.
We walked to his home which seemed
totally deserted and had to wonder about
the tours. Close by is the Ebenezer
Baptist church MLK attended. Back in the
center we watched a video of his home,
etc. and probably learned as much from
the video as from a tour but I really wish
we had known more in advance to properly tour the site.

Pizza

Mellow Mushroom (http://mellow
mushroom.com) is a pizza franchise with
a very 70’s atmosphere that we enjoyed.
There are differing Trip Advisor reviews on
the GF safety of individual locations, but
the manager of the Vinings location had
celiac disease. A wide range of bases,
toppings, meats, veggies is available.
There is even a pizza called Magical
Mystery Tour.
I love checking out different Costcos, so
we also did some shopping at Costco.
I hoped they would have a reasonable
food court for a quick meal such as salad
and frozen yogurt but they did not. I also
checked out different supermarkets and
Whole Foods and bought some GF items
we don’t get here.

617-262-5422 or 888-4-CELIAC

Next Time
Here are some places we wanted to visit
but ran out of time:
• Jimmy Carter Presidential Library.
There are said to be wonderful gardens
here. I can’t help it; I’m a gardener, it
goes with the English accent.
• Oakland Cemetery, where Margaret
Mitchell, the author of “Gone with the
Wind,” is buried. The Margaret Mitchell
House where she wrote “Gone with the
Wind” and the Swan House, a 1928
Mansion with extensive grounds.
• The Catholic Shrine of the Immaculate
Conception. Yes, I am Catholic but
the reviews all said how wonderful the
church was, welcoming to all faiths and
people. I love the story of its humble
start in the 1840s to the role of Father
Thomas O’Reilly, who is buried beneath
the church, in saving the churches of
Atlanta from being burned by Sherman’s troops. Supposedly he threatened to excommunicate any soldiers
who took part in the burning.
• Buckhead, an area for the well to do
with shops and some amazing restaurants.
• Georgia Capitol
• Sun Dial rotating restaurant on 73rd
floor of the Westin Peachtree Plaza (GF
items noted on menu)
• Atlanta Symphony and Atlanta Ballet
• Mary Mac’s tea room – traditional
Southern fare (GF menu available)
• Ponce de Leon area with imported/ethnic stores.
• Atlanta Restaurant week
• Taverna Plaka, a Greek restaurant,
since many Greek dishes are naturally
gluten free.

Chef Oonagh Williams, has a Culinary
Arts Degree and trained in London and
Switzerland. About 6 years ago her son
was diagnosed gluten and lactose intolerant, and Oonagh was diagnosed with celiac disease after this trip to Atlanta. Chef
Oonagh now focuses on helping people
with many food allergies or those who just
want to eat more real, healthy, tasty food.
Like Chef Oonagh at Gluten Free cooking
with Oonagh on Facebook where she
posts links to her monthly recipe column
for the National Foundation for Celiac
Awareness, appearances as the featured
chef on NH’s ABC WMUR Cooks Corner,
product reviews and contact her for any
girls night out cooking class fun parties.
Chef Oonagh has a delicious gluten free
cooking e-cookbook full of delicious
recipes.
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Membership Forum
By Kimberly Buckton

NECO would like to welcome three new
members to the Executive and Advisory
Boards.

Amy and her husband, Lee, live in Needham with their Cavachon dog, Max and
they have two adult children.

Amy
Reiss
Levitt has
joined the
Executive
Committee as the
Social
Media
Chair after
serving as
Amy Reiss Levitt
a member
of the Advisory Board for several years.
An entrepreneur for nearly 25 years,
Amy was diagnosed with Celiac Disease
6 years ago. The New England Celiac
Organization quickly became a major
support resource to help her navigate and
manage her disease. As an entrepreneur
and leader, Amy founded the Needham
pod of the B.I.G. organization, a monthly
women’s business group, B.I.G.
(believeinspiregrow.com), runs the Needham NECO support group, leads a crew
of volunteers for the Pan Mass Challenge,
and actively promotes New England
Celiac Organization at fairs and business
networking events.

Providence monthly group leader
Jennifer Cawley joined the Advisory
Board. Jennifer Cawley is an emerging
artist, allied health practitioner, and health
sciences instructor. She has been navigating life without gluten and corn for over
fifteen years and finds joy in supporting
others living with celiac disease, gluten
sensitivity, and food allergies as they seek
wellness through dietary and lifestyle
choices.
NECO welcomes Chuck Marble to
the Advisory Board. Chuck is an experienced executive in the food industry and
is currently the CEO for Elevation Brands,
producers of Ian’s Natural Foods and Blue
Horizon Wild. Chuck aspires to bring his

business
acumen
to the
Advisory
Board and
plans to
assist with
Gluten Free
advocacy,
leadership and
marketing
support.

Chuck Marble

Welcome aboard, Amy, Jennifer and
Chuck!
Would you like to get more involved?
Contact us at info@neceliac.org to
find out what opportunities are available!
Whatever your talents or interests, we
welcome you!

As a Needham based independent representative for Silpada Designs handcrafted
sterling silver jewelry, Amy uses her jewelry business as a vehicle for empowering,
coaching and mentoring women as well
as supporting charities important to Amy
and her community.
Photo: Andrew Kubica
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Happy

Beginnings
by Linda Silverstein

Photo: Binh Thanh Bui/Shutterstock.com

One of the more frustrating aspects of going out to eat is when the server brings a basket
of rolls or breadsticks or some even more interesting baked goods which your gluten-eating dinner companions munch on while you are sitting there. You feel left out, are getting
hungrier and, if you are drinking wine or alcohol, have nothing to eat with it.
The good news is that there are some
restaurants that cater to our GF needs so,
in case you haven’t discovered them on
your own, here is a brief list:
Legal Sea Foods (multiple locations):
They have GF rolls which they will prepare
for you. They recently changed their rolls

and I thought the previous ones were better but, in any case, eat them while warm.
They tend to get hard when cold.
Burtons Grill (Hingham, Burlington,
Peabody, North Andover, Westford, Nashua NH and South Windsor CT): Burtons is
one of those places where I feel comfort-

able and confident that I am being looked
after. They not only have GF rolls, but they
assure you that all GF food will be put on
a differently shaped plate from the food
with gluten.
Not Your Average Joes (15 locations
continued on page 8

Robert M. Graham
Senior Vice-president,

Wellesley, MA 02481
781-239-7614
Insurance for Homes, Cars,
Life Insurance, Medical and Disability
Quality Service for the
Discerning Client

A Place For
All Seasons

With homegrown produce &
healthy whole foods plus
gluten-free products from
over 40 local
companies, from brownies to
beer.

292 Forest St Needham MA
781.444.2351
www.volantefarms.com/gluten-free/

617-262-5422 or 888-4-CELIAC
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Happy Beginnings
continued from page 7
in MA plus other states): NYAJ will bring
you a separate dish of olive oil spread to
go with your GF roll.
Joe’s American Bar & Grill (Boston, Braintree, Dedham, Framingham,
Franklin, Peabody, Woburn, Nashua NH,
Providence RI, Fairfield CT): Joe’s has
rolls – as well as GF pasta and will make
GF fries separately.
Outback Steakhouse (Randolph,
Framingham, Peabody and throughout the
U.S.): This was the most pleasant surprise. Outback brings a mini-loaf of bread
to each table. When our server brought
the bread to our table, she brought me a
plate of carrots and celery with dip so that
I would have something to eat while my
husband enjoyed the bread. I don’t know if
they do this at all their locations, but I have
been to two and got the crudités at both.

8

As always, check to make sure food
is prepared in a manner that avoids
cross-contamination. Enjoy your
happy beginnings!

Photo: Andrew Kubica
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Medical & Science
NEWS

by Kimberly Buckton

Early Detection
through Growth Rate
Observation

to the average. The study authors stated
“Acceptable screening accuracy can be
achieved for celiac disease via the use
of several growth-monitoring parameters
in combination, preferably using computerized screening algorithms that are
integrated into an electronic health record
system.”

The lead researcher, Chris Miller, Senior
Director of Research for Engrain, stated
“If you know you are producing a crop
that is not tolerated well by people, then
it’s the right thing to do.” Next, Miller will
combine the proteins with the antibodies
produced by the immune system and test
for reactions.

Farmers and
Researchers
Developing Gluten
Free Wheat

Miller will also study ancient and modern
varieties of wheat. Accessing a Kansas
wheat variety repository dating back to
the 1900s, he hopes to find a variety
of wheat that may not cause reactions.
Researchers may then be able to develop a gluten-free wheat based on such a
variety.

A March 2015 article by the Associated Press states that the Kansas Wheat
Commission has funded a project to
identify what it is about the DNA of wheat
that causes reactions to the grain. This
research began in July 2014 at the Wheat
Innovation Center in Manhattan, Kansas,
where researchers are extracting proteins
from wheat varieties.

Armin Alaedini, a researcher at Columbia
University’s Celiac Disease Center, warns
“After all this effort, this product that is
coming out... is unlikely to be superior in
terms of nutritional value or baking properties and taste to the gluten-free products that are already on the market.”

Photo: Carballo/Shutterstock.com

A Finnish study published in JAMA
Pediatrics concluded that observing the
growth rate of children can lead to early
detection of celiac disease in a low-cost,
non-invasive way. Researchers compared
the growth of over 50,000 healthy children age 0 through 20 to those who were
diagnosed with celiac disease and found
that more than half of the celiac patients
followed below average growth patterns.
Researchers observed the difference
between a child’s height and body mass
index and the average, the difference
between a child’s height and his target
height and the rate of growth compared
617-262-5422 or 888-4-CELIAC
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A Lifestyle….Seriously?
(or more appropriately,
Lifestyles of the Gluten Free and Not So Famous)
by Margie Sweeney

I don’t know about you, but whenever I hear the phrase, “a lifestyle”, used in reference to
a gluten free diet, I cringe. Personally, I have never described nor will I ever describe my
medical need for a gluten free diet as a lifestyle. I just can’t and won’t do it.
My introduction to this phrase and the
basis to which I have come to know its
definition is shrouded by an oddly, unidentifiable Britralian (a combined British and
Australian) accent
of Robin Leach
extolling the enviable and decadent lives of the
elite and wealthy
in the 80’s hit,
Lifestyles of
the Rich and
Famous.
Robin Leach

Million dollar homes, vacations in exotic and far away lands and cars whose
names I could not pronounce were all part
of the show’s allure. Now THAT was a
lifestyle I wanted to be a part of! Basking
in the golden glow of Hollywood, a lifestyle that was a bedazzled and bejeweled dream, something to aspire to. Fast
forward thirty years and I have a new take
on the word lifestyle.

Medical Treatment
vs. Lifestyle
Never, have I ever heard of, or have I ever
described or prescribed, a medical treat-

ment as a lifestyle. My treatment for Type
I diabetes, with 6 daily insulin injections,
carefully planned meals and snacks and
multiple, daily finger sticks for blood glucose monitoring to prevent hypoglycemia
and/or hyperglycemia and its resulting
end organ damage, was never thought of,
or referred to, as a lifestyle.
Surgery, chemotherapy and radiation
treatment for my sister’s breast cancer
was never described as a lifestyle. Ten
years later, she views it as a part of her
life she would prefer to leave behind and
wants nothing more than to continue to
move forward.

Photo: Helga Estab/Shutterstock.com

Photo: Gaspar Janos/Shutterstock.com
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The list goes on and on for the hundreds
of thousands of diseases with various
medical treatments and side effects,
along with burdensome life changes, that
are not belittled and mitigated by attaching the word, lifestyle, to them. So I am
befuddled and mystified as to why people
continue to link the medically-necessary,
life-saving, gluten free diet with this oftused advertising cliché.

Basic Definition
Lifestyle, at its basic meaning, denotes a
way in which a person or group chooses to live. So yes, I think this word does
apply on a very basic level; that is to say
if diet was the only way to evaluate the
intricacies of our lives.
Taken to the next level, it incorporates
the habits, attitudes, moral standards,
economic standards, economic level, etc.
that together constitute the mode of living
of an individual or a group. It is often used
in advertising to appeal to a consumer by
association with a desirable concept.
At this point I bow out, but on this level,
I can also see where some would prefer
to use this language. Perhaps they are
changing a negative to a positive and the
verbiage promotes empowerment and
health. If that is the case, I endorse anything (well, almost anything) to empower
a person to make the right choices for a
healthier body and life.

What is in a Name?
I now know I am not the only one in this
camp of thinking and my fear of being
the gluten free, kvetching Andy Rooney
is abating with the recent rumblings of a
similar sentiment.
Alice Bast, President and CEO of National
Foundation for Celiac Awareness, recently
took to social media seeking recommendations for substitutions for the naming of
the medical treatment for celiac disease,
the gluten free diet. She feels the name
of the treatment, a gluten free diet, is a
617-262-5422 or 888-4-CELIAC

potential barrier to diagnosis.
I would take it a step further and add that
the name, diet, is also not taken seriously
as a treatment as it does not involve a
medication to work its life saving magic.
Bast suggests, “we are programmed to
think of weight loss when we hear diet.”
The gluten
free diet has
been considered by some
to be a fad,
in hopes of
either losing
weight or just
thinking that
it is generally
a healthier
Alice Bast
way of eating. This concept does water down the
gravity of the treatment.
Perhaps a change in the name of the
treatment would result in a change in
attitude towards the treatment of celiac disease and other related disorders.
Several alternatives were suggested and
the one she liked best was substituting
the phrase, a “gluten-free diet” with a
“gluten-free prescription.” (I would like to
point out that she never stated a dislike
for the words, “gluten free lifestyle.”)

The Big Picture
The gluten free industry is a robust, 20
billion dollar business and growing. It remains one of the fastest growing sectors
in the food market. Clearly, this phenomenon stretches beyond the idea of this being a fad. While many people don’t have
the diagnosis of celiac disease, either
due to a lack of diagnosis or a recently
named entity, non–celiac gluten sensitivity,
it appears a subset of people feel better
without gluten.
In numbers, there is power, thus driving
the market. Gluten free options abound
in grocery aisles and restaurants. With

this flurry of activity to meet the demand,
the integrity of the gluten free label has
at times been compromised, at times
misguided by patron’s individual needs
and requests.

Dining Out
When ordering from the gluten-free menu
at one of my favorite, well-known local,
fish chain restaurants, I am often asked if
my gluten free request is a preference or a
medical necessity. I bristle at the question
because while they are ensuring my meal
is cooked properly, in the end, it really is
none of their business. If someone wants
to avoid it, for whatever reason, they
should prepare it so they will do just that.
If the restaurant industry were subject
to the same mandates as the health
industry, then they would be required to
follow the HIPPA laws (privacy laws in the
health field) and that question would never allowed to be uttered in the restaurant
setting.
I believe this attitude has developed, in
part, as a result of the tone the words like
lifestyle and diet have. This is just a minor
nuisance and in the end, if it takes some
who look at the situation as optional, then
I will take it. The demand has created
options, so I am grateful for that.
I, too, would like to take to social media
and have you join me on the New England Celiac Organization Facebook page
(www.facebook.com/neceliac.org) to let
me know what you think. With a slight but
distinguishable Boston accent, I wish you
champagne wishes and caviar dreams!
P.S. In case you were born after the year
the show was first previewed or you
weren’t stuck inside babysitting on a
Saturday night, that was Robin Leach’s
signature sign off at the end of each episode of The Lifestyles of the Rich and
Famous.
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Around the Nation
by Kimberly Buckton

Chickpea Pasta
A new gluten free pasta is on the
scene, and this pasta is packed
with double the protein, half the
net carbs and four times the fiber
of a regular pasta. Banza pasta
contains only four ingredients:
chickpeas, tapioca, pea protein
and xanthan gum. A 2 oz serving
contains 190 calories, 3.5 grams of
fat, 60 mg of sodium, 32 grams of
carbs (including 8 grams of dietary fiber) and 14 grams of protein. A
3.5 oz serving contains 340 calories, 110 mg of sodium, 56 grams of
carbs (including 13 grams of dietary fiber) and 25 grams of protein.
Made in a dedicated facility, Banza pasta is available in the shape

Cheerios will contain sorghum and millet rather than barley and
wheat while the ingredients in the other flavors will remain the
same. Since there will be an overlap in availability, make sure any
cereals you purchase are marked GF.

FDA Sued Over Gluten in Medicine
In March 2015, the Wall Street Journal reported that celiac Michael
Weber from Eastchester, NY has filed a lawsuit against the FDA
concerning gluten in medicine. Weber petitioned the FDA to require
labeling or elimination of gluten in medicine in 2008. In 2011, the FDA
asked for public comments and released a paper covering the adverse
effects celiacs have when they consume gluten. The FDA has not
taken any action, and Weber grew tired of waiting.
Katie Einspanier, an attorney at the firm representing Weber, stated,
“The absence of rules to address wheat gluten in prescription medications has serious and ongoing public health implications.”

Gluten Free Cheerios

At this time, it is difficult to determine which over-the-counter or
prescription medicines contain or are free of gluten. There are some
independently compiled and maintained databases based upon
information gathered from drug makers and government sources.
The American Journal of Health-System Pharmacy recently noted that
many drugs “cannot be considered truly gluten free due to the lack of
final product testing” and furthermore, most drug makers could not

General Mills announced that 5 flavors

verify the absence of cross-contamination during production.

of elbows, penne, rotini and shells. Available for sale on the internet
now for $5 per 8 oz box, it should also appear in stores soon. Visit
their website at http://www.eatbanza.com/ for more information or
to purchase this pasta.

of Cheerios will soon be gluten free. The
cereals will not be made from certified
gluten free oats, but instead General Mills
has developed a brand new facility and a
proprietary process to remove contaminants from oats. This process has been in
development for four years and involves
sorting and cleaning the grains and removing any items that are not pure oats. This is
done by size and weight; the machines are adjusted for the different
batches of oats being processed.
To ensure that the cereals meet the requirement of under 20 ppm to
be called gluten free, they will be tested three times during production: first the oats, next the flour and finally, the finished product.
With the move to gluten free, the price of the cereal will not change.
Original yellow box, Honey Nut, Apple Cinnamon, Frosted and
Multigrain Cheerios will all be produced to be gluten free. Multigrain
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Wheat Starch in GF Foods
Schar’s new gluten free
croissants made their debut
at NECO’s April 11 Gluten Free
for Life Symposium. Some
wondered how a gluten free
product can contain wheat
starch. Certified Codex gluten
free wheat starch has been
used in gluten free products in
Europe for many years. Under
the FDA guidelines, products
in the US containing wheat
starch may be labeled gluten free provided they test under 20 ppm;
the Schar croissants test under 10 ppm. While safe for people with
celiac disease, those who have a wheat allergy should not consume
products containing wheat starch. Attendees at Gluten Free for Life
all raved about the Schar hazelnut and plain GF croissants.

www.neceliac.org

Gluten Free Way:

Changes
by Lauren Komack
Photo: francescode marco/Shutterstock.com

I recently had a very relaxing vacation on the Mayan Riviera, where I walked a lovely
beach, thinking about a number of important things that are going on in my life. On my
agenda was to write this article. I have been writing for the Healthy Villi (now NECO) for
over 15 years. It made me wonder if I have anything left to say. And, just like that, I found
my topic. There is so much to talk about in the gluten-free world now that gluten-free is
everywhere!

Resources

Dining

Many restaurants have separate gluten-free menus. Increasingly, general
menus are annotated to indicate gluten-free options (in addition to “heart
healthy”, low sodium, lactose free.) Some
have the gluten-free meals not only
prepared in separate parts of the kitchen,
but have them delivered by the manager,
often on differently shaped plates.

We can go to our computers and find
restaurants that are serving gluten-free
food in almost any part of the world.
There are personal blogs about what it
is like to have celiac disease. There are
blogs about travel, eating out, and restaurants. There are websites that help track
your gluten-free dining experience.
Each organization that educates and
advocates for those living with celiac
disease and eating gluten-free has its own
website. Our own website www.neceliac.
org, has recipes, restaurant information,
the latest scientific research, announcements about group meetings, conferences, and more.
There are phone apps to find nearby
gluten-free restaurants, to scan an item to
see if it is gluten-free, and those that list
gluten-free products.

617-262-5422 or 888-4-CELIAC
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Expert chefs are writing cookbooks for
us. Servers in restaurants now ask you
if your request for gluten-free food is a
choice or an allergy—a long way from
“can you have butter? sugar, glucose?”
Or worse—when you make your request,
you get a glazed-over look.

Most restaurants who offer gluten-free
options understand cross-contamination—
especially the use of dedicated fryers (for
those French fries we have often had to
forgo.) Large fast food chains are adding
gluten-free items to their menus. One of
the most missed fast foods, pizza, may
now be readily available to us on the go.

Legal Side
We have two different laws: the Food Allergen Labeling and Consumer Protection
continued on page 14
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Gluten Free Way: Changes
continued from page 13
Act of 2004, which includes the requirement to list the presence of wheat (among
7 other allergens) in packaged foods;
and September, 2014, the FDA’s rule that
established a definition of the term “gluten-free.” Although this law is voluntary, is
not monitored, and is not comprehensive,
we can rely on it.

Photo: Evlakhov Valeriy/Shutterstock.com

And, of course, there are many kinds of
food that are naturally gluten-free that will
not need to carry the designation (think of
the perimeter aisles of grocery stores—
fruits, vegetables, unprocessed meats,
poultry, fish, cheeses, many deli items
and many canned goods.

person who must eat that way. We just
need to be cautious. We need to check
and double check the ingredients, how
the food is prepared and cross-contamination. But, people are fallible. Mistakes
get made. Recall of products happen.
There was one additional thought I had
as I was
walking on
the beach.
I was reflecting on
my membership
in NECO
(formerly
the Healthy
Villi) and
what it has
meant to
me. I joined
shortly
Melinda Dennis
after it

was founded by Melinda Dennis in 1993,
almost immediately joining the Board and
writing articles and presenting on the
psychological, emotional and pragmatic
issues of living with celiac disease.
NECO is a very special organization. It
has grown to be the largest mostly volunteer organization in New England, providing advocacy, education and support to
those who are required or choose to live
gluten-free. It is not an easy road, but it is
made smoother by NECO. Some of you
have been members for a long time.
Some of you stay briefly to get the information you need to move on. We hope
you will stay and support this wonderful
organization that does so much behind
the scenes. Please consider volunteering
your time, energy and talent to help others navigate this ever-changing, exciting
new gluten-free world. We have lots of
opportunities for you!

There may be other food, like ketchup,
mayonnaise, even sausage and hot dogs
which are, in fact gluten-free, but may not
say so on the package. Having an app on
your phone for shopping is a great help.
Most labels have a toll-free number to call
if ingredients are in doubt.

Responsibility
With all of these wonderful advances, the
responsibility for eating gluten-free is still
ours. It isn’t that we shouldn’t trust the
labels or dismiss the sincere efforts that
are made on our behalf. No one knows
as much about eating gluten-free as the
Photo: wanchai/Shutterstock.com
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What Does 20 ppm
Look Like?
by Margie Sweeney
Now that we can all
breathe a sigh of relief
with the new FDA gluten
free regulation limiting
labeled gluten free foods
to 20 ppm (parts per
million), how many of us
actually understand what
that means conceptually?
Hopefully, I can help you
out with this one.

Tricia Thompson, registered dietician (RD),
creator and author of the website, Gluten
Free Dietician, highlights this concept very
successfully. She states that 20 ppm is
equivalent to 20 milligrams of gluten per
1 kilogram (2.2 pounds per 1 kilogram) of
food and equally, 20 milligrams of gluten
per 35.27 ounces of food.
In case you need some more numbers
for clarification, 20 ppm is also the same
as having 0.002% of gluten in your food
item. If you are looking for a non-food
equivalent to provide a reasonable visualization, nutritionist Lori Welstead, from
the University of Chicago’s Celiac Center,
states that 20 ppm is comparable to 1
minute of 2 years.
If the above has left you still scratching
your head and wanting a pictorial explanation then you have come to the right
place. I am a fan of the old saying “a picture can state a thousand words” and this
picture is no exception. Below reveals a
tiny crumb representing 20 ppm (ta-dah!).

For me, this picture explains why we must
be fanatical about our separate colander
for pasta or why we must decline any sal-

617-262-5422 or 888-4-CELIAC

ad that has touched a crouton. Why we
must shun any contaminated condiment
and why we revere our dedicated utensils
and toasters. We are not crazy; we just
don’t want to be taken down by such a
tiny intruder!
Many question the safety of this amount,
how could this be safe if I were to eat
multiple items with 20 ppm throughout
the day? In 2007 Catassi et al established
that consuming 10 mg of gluten per day
did not induce villous damage while consuming 50 mg did.
According
to Tricia
Thompson
RD, if one
were to
consume
6, oneounce grain
servings a
day, each
containing
20 ppm
Tricia Thompson
of gluten,
one would
in turn be consuming 3.42 mg of gluten
– an amount far less than the 10 mg of
gluten proven to be safe. As you can see,
it would take
an excessive
amount of gluten free grains
consumed to
exceed the
proven safe
limit. So relax
and enjoy your
Illus.: Siridhata/Shutterstock.com
safe gluten free grains!
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A Gluten Free Culinary Adventure
in Boston’s “Little Italy”
North End
Michele Topor, a trained
chef and longtime resident of
Boston’s North End, began
offering tours of the neighborhood food and wine
shops in 1995, after students in her popular cooking classes begged her to
disclose her sources for the
best, most authentic Italian
ingredients. Before long,
HGTV, The Food Network,
CNN and other national and
local media began following
Michele through the narrow
streets of Boston’s “Little
Italy” on her quest for
the best.

Boston Food Tour’s original North End
Market Tour, now in its 21st year, was
designed to reflect Michele’s passion for
all things Italian. At the time, “culinary
tourism” was a term that had yet to be
invented. Today, it has become one of the
hottest niches in the travel industry. Cuisine is, after all, a big part of our culture. It
crosses language barriers, communicates
our heritage, involves all five senses, and
above all, is interactive, memorable, and
fun!

Food World
So many things have happened in the
food world over the last twenty one
years; the Food Network, the Slow Food
movement, locavore, and farm to table
cuisine to name a few. Americans have
become more aware of how they eat and
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what they purchase. The marketplace has
become overrun with “fraudulent foods”,
and a new generation is determined to
fight back against the tide.
In recent years Boston Food Tour guides
have noticed an increasing number of
tour participants refraining from tastings
and commenting that they are on a gluten
free diet. The solution was to develop a
specialized Gluten Free North End
Market Tour to meet the needs of this
growing segment of Italian food enthusiasts, who have felt excluded from the
complete tour experience because of
celiac disease or gluten sensitivity.

Tour Leader
Michele realized that a longtime friend and
colleague, Rebecca Reilly, would be
the perfect person to lead the new tour.
www.neceliac.org

Rebecca’s relationship with gluten free
cooking began after her young son developed a variety of health problems, and
it was eventually determined that he, his
sister, and Rebecca herself were gluten
intolerant.
It was the 1990’s, before gluten free
products were readily available. With
determination, Rebecca set out to learn
a new way to cook and eat. Reworking
recipes from her childhood, she soon
became a pioneer in the field, and, in
2000, published one of the earliest books
on the subject: “Gluten Free Baking”,
published by Simon and Schuster. Today,

617-262-5422 or 888-4-CELIAC

while working toward a degree in nutrition, Rebecca teaches gluten free baking,
and lectures on the subject at national
conferences.

GF Market Tour
The Gluten Free North End Market Tour
is a tailored version of our classic threehour Market Tour, a perfect way to experience what our country’s oldest neighborhood has to offer. The tour begins with
an introductory discussion of immigrant
history, a review of regional Italian cuisine, and how Italian food traditions were
adapted to this country.

Then, close your eyes and imagine strolling down quaint and narrow streets while
visiting 6 specialty food shops in search of
the most authentic ingredients. This is a
foray into the food traditions and marketplaces of the most authentic “Little Italy”
remaining in America.
You’ll discover the most authentic pasticceria and learn about the Italian dessert
culture. At a greengrocer, participants are
introduced to seasonal fruits and vegetables, while they gain new ideas on how
to use them. Entering the old world spice
and coffee vendor is like stepping back in
continued on page 18
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A Gluten Free Culinary Adventure
in Boston’s “Little Italy”
North End
continued from page 17
time. Here you will learn about Italian coffee culture and be introduced to various
ingredients that are almost impossible to
find in ordinary stores.
Visiting two different salumerias (deli) will
introduce you to the world of authentic
Italian salume, cheese, pasta, olive oil and
balsamic vinegar. Did you know that 50%
of the EVOO (Extra Virgin Olive Oil) in the
world does not have olives in it? You will
learn how to taste and select authentic
products so that you can avoid those
fraudulent imitations. Lastly, you will tour
an enoteca to learn how to select aperitivi
to begin, wine to complement, and
digistivi to conclude the meal.

Cooking Tips
At nearly every stop, Rebecca will share
cooking tips to compliment a gluten-free
lifestyle. You will learn why the true Mediterranean diet is among the healthiest in
the world. Hippocrates said, “Let food be
your medicine, and let medicine be your
food”. That advice is still true today.

able at www.bostonfoodtours.com, or
by calling Boston Food Tours at 617 523
6032. Enjoy some of Rebecca’s gluten
free recipes:

Preparation

Walnut Orange Biscotti

Cream the butter until white. Add the sugar and beat until fluffy, about 5 minutes.
Blend in the eggs, one at a time. Add the
orange zest and vanilla, then stir in the
nuts. Slowly incorporate the dry ingredients to form a soft dough. Refrigerate
the dough for at least 1 hour, although
the dough will bake better if refrigerated
overnight.

This is one of Rebecca’s all time favorite
biscotti recipes. Italians enjoy biscotti at
the end of a meal with an espresso, a cup
of tea or a glass of sweet wine.
Ingredients
1 1⁄2 cups Basic Gluten-Free Mix*
1⁄4 cup GF sweet rice flour
1 teaspoon xanthan gum
1⁄2 tsp. GF baking soda
1⁄2 tsp. GF baking powder
1 cup sugar
1/8 teaspoon salt
1 stick unsalted butter, room temperature
2 eggs
1 cup sugar
2 teaspoons grated orange zest
1 teaspoon GF vanilla
1 1⁄2 cups chopped lightly toasted walnuts

Mix together the gluten-free mix, sweet
rice flour, xanthan gum, baking soda, baking powder, and salt.

Preheat the oven to 375 degrees F. Lightly
grease 2 cookie sheets and line with
parchment paper.
Divide the dough into 3 equal pieces. Roll
each piece into a log 1 1⁄2 to 2 inches
thick. Place two logs on one cookie
sheet, leaving enough space between
them for the dough to spread while
baking. Place the third log on the other
cookie sheet, and bake the logs for 20
minutes.

Rebecca will show you how to stock your
pantry with authentic products that are
both delicious, and good for you. As you
will see, gli ingredienti veraci—authentic
ingredients—are the key to la bellissima
cucina italiana. It’s like visiting Italy—no
passport required! Your world and dinner
will never be the same.

Tour Information
Boston Food Tours offers its Gluten
Free North End Market Tour on certain
Saturdays throughout the year at 11am.
Tastings are provided at each shop, and
participants are given a handout with contact information on the various shops, a
gluten-free resource list and a list of local
gluten-free friendly restaurants.
More information about the tour is avail18

Photo: Lovella938/Shutterstock.com

www.neceliac.org

Remove the cookie sheets from the oven
and let sit for 5-10 minutes. Slice the logs
on a slight diagonal about 3⁄4 inch thick.
Place the slices, cut side down, on the
cookie sheets. Lower the oven temperature to 350 degrees F and bake the slices
for 10 to 12 minutes. Cool on a cooling
rack and store in an air-tight container.
Variations:
Along with the nuts, add one of the
following:
1⁄2 to 1 teaspoon cracked black pepper
1 cup dried cranberries or dried cherries
1 cup chocolate chips
Any combination of the above
* To make the Gluten-Free Mix, mix 2
cups brown rice flour or chickpea flour,
2/3 cup potato starch, and 1/3 cup tapioca starch. Alternately, mix 1 cup chickpea
flour or Garfava flour, 1 cup brown rice
flour, 2/3 cup potato starch, and 1/3 cup
tapioca starch. Store in an airtight container in the refrigerator.
Adapted from:
Reilly Rebecca, Gluten-Free Baking. New
York; Simon and Schuster, 2002

617-262-5422 or 888-4-CELIAC

Insalata Di Pasta Arrabiata
This great summer pasta dish is a room
temperature version of pasta arrabbiata
(angry pasta). It derives its name from

Preparation
Combine the basil, rosemary, mint, oregano, garlic, and capers in a small bowl. Pour
in enough olive oil to cover generously.

being made angry by the addition of red

Combine the tomatoes, hot pepper, and

hot chili peppers. The cook is allowed the

cheese in a large serving bowl.

liberty of adding as much as he or she

Cook the penne in boiling salted water

wishes. It is important to use firm, fresh

until al dente. Drain the pasta, shaking the

tomatoes that are not too watery.

colander to cool it a bit and transfer it to

Ingredients

the serving bowl mixing it with the tomato

1/2 C. basil leaves, torn into small pieces
1 sprig fresh rosemary, leaves stripped off and
chopped
1/4 C. mint leaves, chopped
1 T. dried oregano
2 cloves garlic, minced
1/4 C. capers, rinsed and drained
1/2 C. O0 (Olive Oil)

mixture. Add the herb mixture and toss
again. Let stand for up to 4 hours. Taste
before serving and add additional salt and
olive oil, if necessary, to taste.
Serve at room temperature. Do not refrigerate this dish.

6 ripe plum tomatoes, peeled, seeded, and
chopped
1 tsp. crushed red hot dried peppers, or
1 small fresh chili pepper, seeded and minced
1/4 C. grated Pecorino Romano cheese
1 lb. GF penne pasta
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Gluten Free for Life
Symposium
photos by Andrew Kubica

On Saturday April 11th, over 250 individuals with an interest in celiac disease or eating
gluten free and 100 medical professionals came together for the first ever Gluten Free for
Life symposium. Hosted by NECO and the Celiac Program at Harvard Medical School,
this event offered boundless opportunities for people to learn and share while enjoying
delicious gluten free foods. Here are some photos from the day:
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Gluten Free for Life Symposium
continued from page 21
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Spring
COOK’S CORNER
by Judith Mann (Nurse/Celiac/Foodie)

These items were served at the Gluten Free
for Life Symposium on April 11, 2015

Mediterranean Marinade
Ingredients

Ice Box Cake
Modified GF from Food52 by Brette Warshaw • June 24, 2013
Ingredients
3 cups cold heavy cream (additional cream for thinning, use 3 cups of
whipped cream per 2 packages of cookies)
3 tablespoons powdered sugar
1 1/2 teaspoons GF vanilla extract
3 packages Glutino Chocolate Sandwich Cookies (taken apart, scape
off cream filling and use only the cookie)
Preparation
Whip cream with sugar and vanilla to stiff peaks, thin with
cream if not spreading well.
Take a cookie, spread a spoonful of whipped cream on top of
it, and top it with another cookie. Repeat until you have a little
tower. When the tower gets too high, lay it on its side.

4 cloves garlic, smashed
4 twigs of rosemary, pulled from twigs to release oil
2 Tablespoons each fresh oregano and parsley, coarsely chop
5 Tablespoons olive oil
¼ cup red wine vinegar
Zest of 1 lemon
Salt and pepper to taste
Preparation
Whisk all ingredients in a bowl. Skewer your favorite meat or
fish or tofu (cut in about 2 inch cubes) with onions, tomatoes,
summer squash, zucchini or whatever vegetables you like.
Place in a large plastic zip lock bag with the marinade mix and
marinate for 4 to 24 hours. (About 6 wooden skewers will fit in a
gallon-size zip lock bag.) When ready to grill, discard marinade
and grill items to desired doneness.
Nutrition: 1 tablespoon marinade: 72 Calories; 8g Fat; 0g Protein; 0g Carbohydrate;
trace Dietary Fiber; 0mg Cholesterol; 46mg Sodium.

Build another tower of cookies, lay it on its side, and connect
your cookie-logs. Repeat until the sleeve of cookies are
finished, reserving some of your whipped cream. You should
have one, big, messy log of cookies and cream.
Frost the log with your remaining whipped cream making it look
like a rectangle.
Before serving, you can garnish it with chocolate shavings, mini
chocolate chips or sprinkles, slice it on the bias and dig in.
8 servings
Nutrition: 1slice (129g): 404 Calories; 24 g Fat; 4g Protein; 44g Carbohydrate;
2g Dietary Fiber; 63mg Cholesterol; 333mg Sodium.

Photo: Antonshutterstock/Shutterstock.com
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Brown Rice Pilaf
Ingredients
¼ cup broken thin GF spaghetti (I use Schar)
1/2 cup basmati rice, uncooked
2 3/4 cups low salt GF vegetable broth
3/4 cup brown rice, uncooked
1 onion, diced
2 garlic cloves, minced
2 tablespoons olive oil
2 celery sticks chopped
1/2 red bell pepper, chopped
1/3 cup fresh parsley, chopped
1/3 cup slivered almonds, toasted
salt and pepper to taste

Preparation
In a large skillet, heat olive oil. Add broken GF pasta and stir
constantly to brown. Add onions, celery and peppers and cook
until onions are translucent. Add garlic and stir for a minute.
Add rice and stir until fragrant. Add broth, bring to a boil, cover
and reduce to simmer for 30 minutes. Add salt and pepper to
taste. Fluff with a fork, garnish with almonds and parsley and
serve.
Nutrition: 1 cup serving: 174 Calories; 6.5g Fat; 5g Protein; 25g Carbohydrate; 3g
Dietary Fiber; 0mg Cholesterol; 13.9mg Sodium.

Photo: Andrew Kubica
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Gluten Free

Summer Camps
by Kimberly Buckton

Coming off the historic winter we just experienced, it is hard to get in the mindset of thinking about summer camp. Many camp registrations have been open since January and
are filling quickly. Each year, I give my children a few camps to choose from and together we figure out a combination of family time, camp and downtime for the long summer
break from school.
When we began looking at camps for
the summer of 2013, my 10 year old son
had been diagnosed with celiac disease
6 months earlier. His first choice for camp
without any hesitation was Camp Celiac (www.campceliac.org) in North Scituate, Rhode Island. He had never been to
sleep away camp before, but he couldn’t
wait to spend 6 days with other kids “just
like him” and to not worry
about food.
Camp Celiac welcomes
children age 8-16. The
campers are divided into
groups by their age: 8-10,
11-13 and 14-16. My son
turned 11 four days before
camp started so he was
placed in a cabin for 11-13
year old boys. There were
6 boys in the cabin, two
11 year olds, two 12 year
olds and two 13 year olds,
and one counselor whose
daughter was also attending the camp. My son
became fast friends with
the other 11 year old boy in his cabin and
they were inseparable for the week.
While waiting to check in, we met people
who had been going to the camp for
years and other people who were going
for the first time. The older kids were very
excited about being back at camp for
26

a week, and it seemed that many kids
become counselors once they graduate
from the camp.
The check-in process at Camp Celiac
was very well organized. We handed in
forms, got a camp t-shirt and water bottle, had a lice check and were able to skip
the medicine check-in. I thought it was
terrific that they issue a large water bottle

make his bed, gave him a hug and said
goodbye.
Campers spend the week enjoying all
sorts of traditional camp activities such as
swimming, fishing, boating, games and
sports. You can view the photos of the
kids having a great time. Special activities included a dance one evening and a
carnival one day.

My son enjoyed each
and every meal served at
Camp Celiac. He discovered a new way to cook
carrots and requested that
we prepare them the same
way at home. Unfortunately I have been unable
to make them taste as
good as they did at Camp
Celiac. He also requested
that I make corn soup and
a few other dishes that
he particularly enjoyed at
Camp Celiac. I appreciate
the introduction to a new
food that he might not
Illustraiton: Lorelyn Medina/Shutterstock.com
have been open to trying
to each camper, give them a Sharpie to
at home. Gluten free soft pretzels from
write their name on it. The campers are
Tonya’s Gluten Free Kitchen were a huge
expected to use that bottle all week long,
hit with my son, and we have since purwhich is a nice nod to the environment
chased them at Whole Foods as a snack.
and a great souvenir to take home. Once
In 2013 and 2014, Rudi’s held an essay
we completed the check in process, I
contest and gave away 10 scholarships
walked my son to his cabin, helped him
www.neceliac.org
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to enable children to attend a gluten free
camp. I’m not sure if Rudi’s is offering this
oopportunity again this summer. My son
submitted an essay in 2013 and received
a water bottle but no scholarship.
If you are interested in having your celiac
or non-celiac gluten sensitive child attend
a sleep away camp, I highly recommend
Camp Celiac. Part of what my son enjoyed about being at Camp Celiac was
that everybody was eating the same food
and he never had to worry about the safety of what he was eating. Camp Celiac
runs from Sunday, August 9 through
Friday, August 14, 2015 and the cost to
attend is $470. Some age groups are
already full.
Another camp which provides a dedicated time for gluten free camp is Celiac
Strong Camp in Ithaca, NY. Meeting
July 26-29 this year, Celiac Strong was
founded by a “graduate” of Camp Celiac.
Sabrina DeVos started this camp as her
Girl Scout Gold Award project because
she wanted to offer a camp experience
for gluten free kids closer to her home.
More information is available on the website at http://celiacstrong.weebly.com/
617-262-5422 or 888-4-CELIAC

We are fortunate that many other camps
in our area offer gluten free options. Here
are some of them:
Camp Eagle Hill in Elizaville, NY boasts
a dedicated GF kitchen with a dedicated
chef. A gluten free menu featuring the
same food choices as the general camp
is available for all meals. More information
is available on the website at http://www.
campeaglehill.com/
Camp Emerson in Hinsdale, MA has
a GF kitchen area with chefs trained in
cross contamination and RDs on staff.
More information is available on the website at http://www.campemerson.com/
Camps Kenwood and Evergreen in
Wilmot, NH has dedicated appliances
and surfaces in the kitchen to prevent
cross contamination and a refrigerator for
campers to keep personal condiments.
Gluten free meals look and taste like the
meals general campers receive. More
information is available on the website at
http://kenwood-evergreen.com
NJY Camps includes Camp NahJee-Wah and Cedar Lake Camp in
Milford, PA. NJY Camps have a dedicated
GF Kosher GIG certified kitchen. The GF

menu is the same as the general camp
menu, and GF food preparation is supervised by a celiac parent. The NJY Camp
website states that they understand the
practical and emotional aspects of children
with celiac. NJY Camp has a Family Camp
weekend June 5 through 7. Featuring
private cabins, pools, lakes, ropes courses,
art shops, family entertainment, kosher
gluten-free meals, day camp for kids and
programming for adults, this sounds like an
amazing opportunity for a GF getaway for
families. More information is available on
the website at http://www.njycamps.org/
These camps provide a variety of
opportunities and are within driving
distance. Perhaps your celiac or
gluten intolerant child or your entire
family will enjoy a gluten free summer
camp experience this year. Surely
they will appreciate being
just like everybody else and
not worrying
about food for
a change.
Photo: CroMary/Shutterstock.com
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Embracing
“The Gluten Free”
At Any Age

Ch
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by Carla Carter

IT’S ALL ABOUT PERSPECTIVE
“They are 5 and 3, they are 5 and 3, they are 5 and 3,” is my mantra at various points
during the day…every day. I always have to remind myself of my children’s ages as I
try to make it through the day because as adults, we know what it’s like to be their age
AND our own – but we forget. We bustle around with our never-ending to-do lists in our
task-oriented mindset and frequently forget the things that are important to our children
and how they view the world.
Not only have our brains gone through full
development but we have passed many
milestones that they have not. A child’s
ability to process information is based on
a culmination of knowledge that is limited
to their age, experience and brain capacity. They have no idea how to be an adult
because their brain is simply not developed enough yet. It’s a hard concept to
remember, especially when you are asking,
for the 10th time at dinner, not to talk with
food in their mouths.
Not to get all cerebral (pun intended),
but the frontal lobe of the brain, which
is responsible for everything from problem-solving, to judgment, initiation, mental
flexibility and long-term memory, doesn’t
fully develop until approximately age 25!
Even as an occupational therapist working
with adults in various stages of cognitive
strength and impairment, I find I can – and
do adapt some of
the same principles to the learning
capabilities of my
children. When I
think in terms of
the adjustment
into the gluten-free

world for my 3-year old daughter, it is no
different.

LIFE’S LITTLE
EXPERIENCES
For example, my
daughter is
just starting
to grasp
what letters
look like at
age three.
She can
now recognize her
name and
we are trying
to get her to
recognize
the words
“gluten-free” when looking at a food item.
I have to laugh at myself; I thought she
was a genius after the first two correct attempts at identifying the term “gluten-free,”
but then realized they were both lucky
guesses after she promptly pointed to the
words “cereal” and “pasta,” as her next
educated guesses.

Then there was the time she was holding
some “very healthy” Valentine’s Day red
taffy candy that was given to her. I was
so proud when she paused to ask me,
“Mama, this is gluten-free, right?” in her

Photo:pockygallery/Shutterstock.com

pleading tone of voice hoping that it was.
As we inspected the package together,
she pointed to a sentence right BELOW
the actual “gluten-free” signage on the
candy and said, “see, it says right here, it
IS gluten-free.” Even though she obviously
couldn’t read the actual term “gluten-free”
nicely printed on the package a half an

Photo: Natallie Adams/Shutterstock.com
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inch above her tiny little finger, I couldn’t
bring myself to lie to her (for the sake of
avoiding an artificial colored sugar high). I
had to tell her that while it was gluten-free
as it said….”right there,” that it was not
a healthy choice. And with a HUGE sigh
and an “awwww, man,” she walked away.
With all those Valentine’s Day “treats” I
had to say no to, I felt so bad that I took
her and her older sister to our favorite
local frozen yogurt bar where she happily
pointed to the little “GF” in circles under
her selected flavors (with my help).

WHAT TO DO?
Starting at this age, it is my job to give
her as much knowledge about the simple
stuff in having celiac disease, starting with
figuring out what the term gluten-free really means and looks like. However, as she
grows, each bit of information will have
to be graded to her ability to process it
617-262-5422 or 888-4-CELIAC

as well as handle it emotionally. Whoever
the child is in your life, try not to forget
how old they are and then try to remember what it was like for you at that age.
How did you look at the world and take
in information? To boot, what was your
personality like? What is their personality
like? That factor can change any situation for a child, despite the developmental
stage of their brain.

that if an adult told him what they were
giving him was gluten-free, he would accept it without question. Now, this twelve
year-old has grasped much, but is in the
social stages where it would be difficult to
question an adult. It is not typically in the
nature of a 12-year old to challenge those
other than their parents, so we need to
teach them to respectfully question in the
name of their health.

Maybe your child is leaps and bounds
ahead of my three year-old and can now
read labels with ease (if that is even possible) and has grasped the gluten-free diet,
but has suddenly reached a stand-still
when attempting to speak for themselves
when dining out, at a friend’s or at school.
One friend recently expressed difficulty
in getting her son to ask more than one
question when inquiring about something
being gluten-free, which I think we all
have a problem with at times. She shared

Each stage of life brings wonderful experiences, some difficult and some enjoyable,
but each character-building. Overall, it
is my hope that in my household, we are
able to raise respectful and confident
children. I also hope my little miss will
continue to embrace “the gluten-free,” as
she calls it, despite some of the challenges that I know she will encounter. In
the end though, I know her little brain is
capable of handling most anything she
has to face!
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What’s
New 				
at NECO
by Executive Director,
Lee Graham

With winter a distant memory, spring feels particularly welcome. Nothing like a hard winter
to appreciate the beauty spring holds for us. I feel the same way about being diagnosed
with celiac disease. Having gone through 44 years of feeling exhausted (and that was a
good day), being diagnosed with celiac disease has made a difference in my life.
I am grateful for the diagnosis. At last
there was a name that made sense of the
symptoms. And the diet is manageable…
after a steep learning curve. My poor
family went through quite a few awful
meals the first few years of experimentation. But soon enough delicious menus
were the norm. Now NECO’s website has
an arsenal of easy and quick recipes that
are home-cook tested. No need to begin
from scratch. Check it out and see!

When we create our budget each year,
we count on the annual fundraising drive
to complete our programs. The 20142015 fundraising appeal was the most
successful one ever! We are showing our
appreciation by listing the names of all of
you who made our year better than ever.
With your kind donations we are able to
complete the new website and offer new
and innovative programs. Heartfelt thanks
to each and everyone one of you! We
can’t do this alone.....it takes a village.

In 2008 a member of the Advisory Board
came to us with an idea. She wanted to
start a small group at Emerson Hospital
in Concord. No need to sign-up, walk-ins
welcome, attendees set the agenda, and
meetings would be on a monthly basis.
Because it was different from our usual
programs, we thought it might be a way
to reach people in a new and caring way.
After 7 years, no longer can they be
called small. Our monthly group meetings

Photo: Nataliya Arzamasova/Shutterstock.com
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State of the Organization

As always,

continued from page 30

NECO is

now take place in 12 towns in 3 different
states. Over 500 people attended in 2014
alone! We so appreciate the good work
of the committed leaders who run these
groups. Find a group that meets near you
on our website and visit.

help you

NECO membership continues to bring
vitality to our organization through sustained renewing members and new ones,
loyal attendance at our events and ideas
and helpful information for all. Please
keep your membership up to date;
simply renew your 2015 membership
with the enclosed envelope!

What you get:
• Gluten Free New England
magazine mailed 3 times a year
• Brand new website with tons of
new information
• NECO News monthly
e-newsletter
• Free access to 12 area monthly
group meetings

Most of all, our goal

here to

is to remove the

towards
your goal

stress of learning

of good
health. Dr.

the gluten free diet.

Fasano
says it best:
“The New
England

Dr. Fasano

Celiac
Organization is a leading support group
nationwide in providing cutting edge information, organizing events for patients and
families and in networking with academic
celiac centers in order to provide the best
support possible to the celiac community
in New England.”
Dr. Alessio Fasano, Medical Director,
Center for Celiac Research and Chief,
Division of Pediatric Gastroenterology and
Nutrition at MGH for Children.
NECO provides you with up to date
gluten-free nutrition, medical and scien-

NECO will provide
you with all the information you need
to live happy and
healthy gluten free.
We want to make
it easy for you!

tific information. Thanks to our strong
partnership with the celiac centers at

• 24-hour telephone messaging
service

Mass General Hospital, Boston Children’s

• Email availability for questions,
concerns, and other
communication

Center and the Celiac Program at Harvard

Hospital, Beth Israel Deaconess Medical
Medical School, you will always have
leading edge information from the industry
leaders.
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NECO thanks the many generous donors who responded to our annual appeal and gave
a gift to help maintain NECO’s wide range of education and advocacy programs. These
gifts helped us to match a $10,000 challenge grant and support these programs:
• Twelve monthly group meetings throughout New England
• NECO NEWS, the monthly e-newsletter
• A rebuilt and expanded website, www.neceliac.org
• Accurate scientific and medical updates
• Gluten Free New England magazine
• Meetings, conferences and workshops throughout the year
• A telephone hotline to answer individual questions
• Close working relationships with the celiac centers at Beth Israel Deaconess
Medical Center, Boston Children’s Hospital, Massachusetts General Hospital
and the Celiac Program at Harvard
Anonymous
E. Amsterdam
P. Austin
A. Bailey
D. and J. Bailey
J. Bailey
R. Bailey
F. Barous
T. Bates
D. Benson
J. Berk
A. and J. Bernstein
B. Biello
J. Bishop
L. Botka
D. Brown
M. Brown
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P. Caira
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J. Cawley
M. Charron
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P. Ciampi
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Thanks also to the A.W. Baldwin Charitable Foundation, Byrnes Family Foundation, Center Café,
FM Global Foundation, Ginsberg/Kaplan Fund, Give with Liberty, Daniel & Margaret MacAdam
Loughry Family Foundation and New Englander Celiac Disease and Gluten Intolerant Group for
their donations.
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An Introduction to the
Phoenix
Celiac Experience
by Craig Sherman

Photo: Kuklos/Shutterstock.com

I have thoroughly enjoyed serving on the board of NECO for a few years and helping out
with our social media efforts. Getting to know a few other folks in the Boston area with
the same dietary challenges has been rewarding. Unfortunately, all good things must
come to an end at one point or another.
Relocation
In February, my wife and I made a minor
detail change in our lives and relocated to
Phoenix, AZ (technically, Scottsdale). Getting familiar with the celiac friendly landscape has reminded me of getting familiar
with the Los Angeles area celiac friendly
landscape when I was newly diagnosed
many years ago, and the Boston celiac
landscape as well shortly after diagnosis
when I moved back from LA. There have
been adjustments to make, and without
an established knowledge of restaurants
in this area, it’s been a whole lot of guess
& check...and hit & miss.

Dining Out
My first introduction to dining out gluten
free around here was going to a local pizzeria called Spinato’s (www.spinatos
pizzeria.com). They have a few locations
in the Valley of the Sun, as this place is
aptly nicknamed. My wife and I met up
with some family for pizza at Spinato’s one
night after I had researched gluten free
options upon arrival. The Tempe location I
went to was great. They take care to keep
everything separate in the kitchen, and the
waitstaff seemed very knowledgeable.
I consider it the mark of a great restaurant
when I get nervous about the food I am
eating and it turns out to be just fine. I
34

had their garlic bread and a pepperoni
pizza, and both were so unbelievably
good that I was nervous they had accidentally served me regular gluten filled
(poisonous) bread and pizza. If any of you
travel out this way and you’re looking for
good pizza, definitely check out Spinato’s.
Also in my first week (and twice more
in the 6 weeks since then), I went to a
restaurant called True Food Kitchen
(www.truefoodkitchen.com). As you can
guess, if I’ve been there 3 times in 7
weeks, it’s well worth it. They are among
the most informed and accommodating
restaurant staff I have ever seen as far as
non-dedicated restaurants offering gluten
free options go. There are two locations
around - one in Phoenix, one in Scottsdale - with several more across the south
and west from Virginia to California. I have
had pizzas twice and I have had street
tacos once. They always have very interesting items on their menu, including a
banana and coconut chia seed pudding.
I could happily live on that one item alone
for the rest of my life.
True Food Kitchen is run by a company
called Fox Restaurant Concepts (www.
foxrc.com), and they are known for being
very aware of food allergies all across their
spectrum of restaurants. I have also been
to their restaurant Flower Child (www.
iamaflowerchild.com). I wasn’t crazy

about that one, but that was because
the options were fewer there. I am more
of a sweet vs. savory type of guy, and
most options there were on the savory
side. Soon, I plan to head over to Blanco Tacos & Tequila (www.foxrc.com/
restaurants/blanco-tacos-tequila), as I
have learned that all of their menu items
have a corn tortilla option and that they
follow excellent practices to prevent cross
contamination.

Support Groups
Coming from NECO, I was hoping to
find the local support group for celiacs here. Phoenix itself has 1.4 million
people, Scottsdale has 226,000 or so.
The Phoenix metro area has 4 million
people overall. Thus, I was surprised to
find out that the only support group for
celiac folks out here is the Celiac Disease
Foundation Arizona East Valley Chapter
based in Gilbert, AZ. Gilbert is anywhere
from 35 to 60 minutes away on a weeknight, and these folks meet once a month
on a Wednesday in the evening. Quite
a change from NECO’s several monthly
group meeting options. To be totally honest, I haven’t had a chance to get to one
of these meetings yet.
continued on page 35
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An Introduction to the Phoenix
Celiac Experience
continued from page 34

Other Options
We have Whole Foods and Trader Joe’s, just as we did
back home in Boston. There are also other chain stores out
here with great Gluten Free sections. Fresh and Easy is one,
and another which we really love is called Sprouts Farmers
Market (www.sprouts.com). Their deli counter sells only Boar’s
Head products, so there’s no worrying about getting cross
contamination from a deli slicer. It’s just such a great place.
They have a great variety of foods for all allergies.
The other location worth mentioning is Chase Field - home
of the Arizona Diamondbacks. We have opening day tickets (it
was so easy to get affordable opening day tickets for the Diamondbacks...a far cry from trying to do the same at Fenway!)
and I am glad to read on the Diamondbacks’ website that there
is a Gluten Free vendor behind Section 106 with gluten free
items including hot dogs, nachos, and snacks.
Someday, we hope to be back in Boston, back home and
involved with NECO again. In the meantime, it’s good to know
that if the 120° summer days (or the scorpions...or the rattlesnakes...) don’t kill me, the food here won’t either.
617-262-5422 or 888-4-CELIAC
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Upcoming Events

Summer Workshop Meeting:
Going Gluten Free:
Off to a Fresh Start!
Thursday July 16, 2015
7:00 p.m. – 8:30 p.m.
Weston Public Library
87 School St. Weston
This meeting will feature the Going
Gluten Free: Off to a Fresh Start!
workshop. This workshop is for
people who are newly diagnosed with
celiac disease or for those would like
the opportunity to review the details
of the gluten free diet. Feel free to join
us if you would like a refresher course
too. There will be an extensive time
for questions and answers. Beverages and a light snack will be provided.
There is no charge to attend. Registration opens at www.neceliac.org on
June 1 or by emailing rsvp@neceliac.
org or calling 617-262-5422. Check-in
begins at 6:30 PM, and the workshop
runs from 7:00 PM - 8:30 PM.

Family Pancake Breakfast in
late Fall; more info coming
soon!
For other area events, check the
calendar on our website at https://
www.neceliac.org/meetings-events/
calendar/

NECO Board Meetings
Are you interested in getting more
involved or attending an Advisory
Board meeting as a guest? Join us for
spirited and insightful evening meetings 6 times a year and see how NECO
works. Anyone is welcome to attend!
Upcoming meetings are scheduled for
May 18, September 28 and November 16. Email info@neceliac.org if you
are interested in attending one of these
meetings or would like more
information!

Monthly Meetings

The goal of these meetings is to foster conversation and sharing
in an intimate setting. There are no set agendas and no charge to
attend. Consult www.neceliac.org for more details and cancellation notices. Email any questions to info@neceliac.org.
Boston (Small Café, Whole Foods Market, 181

Needham

Cambridge St.)
Second Wednesday of the month,
7:00 – 8:00 p.m.
Contact: Charlotte Thibodeau cha@thib.net

(BIDMC – Needham, 148 Chestnut St.)
Third Wednesday of the month, 7:00 – 8:00 p.m.
Contact: Amy Levitt
amy@levitts.net

East Greenwich, RI (Back to Basics Natural

Providence, RI (Whole Foods University

Foods, 500 Main St.)
Third Tuesday of the month, 7:00 – 8:00 p.m.
Contact: Mary Beth Winter
rihealthcoach@gmail.com

Heights, 601 North Main St.)
Fourth Wednesday of the month, 7:00 – 8:00 p.m.
Contact: Jennifer Cawley
jennifercawley@gmail.com

Fall River (Duke’s Bakery and Variety,

Quincy (Roche Bros. 101 Falls Blvd.)

162 Columbia St.)
Second Wednesday of the month,
7:00 – 8:00 p.m.
Contact: Stacy Da Silva neco.sdasilva@gmail.com

Fourth Tuesday of the month,
7:00-8:00pm
Contact: Ellin Smith
ellinsmith@yahoo.com 781-254-4459

Glastonbury, CT

Reading

(Wholefoods, 55 Welles St.)
First Wednesday of the month, 7:00-8:00pm
Contact: Samantha Morris
sammor18@yahoo.com 860-301-5298

(Natural Food Exchange, 343 Main St.)
Second Tuesday of the month, 7:00 – 8:00 p.m.
Contact Margie Sweeney
michaelsweeney1@comcast.net

Hingham (Whole Foods Market, 94 Derby St.)

Seekonk (Good Seed Natural Food Market, 138

Fourth Thursday of the month, 7:00 – 8:00 p.m.
Contact: Trish Donohoe tdonohoe@verizon.net

Central Ave.)
Second Tuesday of the month, 7:00 – 8:00 p.m.
Contact: Liz Duschang eduschang@verizon.net

Natick (Study Room 1A, Morse Institute Library,
14 East Central St.)
Third Wednesday of the month, 10 – 11:30 a.m.
Contact: Marge Rogers 508-653-5465
mwrogers67@aol.com

Westfield (Big Y, 475 East Main St.)
First Tuesday of the month,
6:00 – 7:00 p.m.
Contact: Carrie Taylor taylor@bigy.com

