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Dear Gluten Free  
New England Readers,
One of the best parts of my job is the ability to meet and be in touch with all of you. 

Since 1997 when I first joined the Healthy Villi, now known as the New England Celiac  
Organization, I look back on each year and fondly remember the emails, phone calls, and 
meetings we have experienced together, whether it was a thorny topic or just for fun.  
This is the nature of the “membership experience” we promote and provide at the  
New England Celiac Organization. 

Membership is the heart and soul of NECO. And, it remains the financial 
backbone for all our programs. 

Your membership support enables NECO to:

• Host monthly meetings in 14 towns and cities throughout New England

• Present a bi-annual “Gluten Free for Life Symposium” 

• Provide “Going Gluten-Free” workshops throughout the year

• Offer 24 hour telephone support line

• Deliver NECO News by email monthly

• Publish Gluten Free New England magazine three times annually

and there is more in the pipeline for  2016.  

Renew your valuable membership in NECO today so we can continue to send you information about 
celiac disease including new recipes, brainstorming ways to overcome the difficulties of family dynamics, exchang-
ing information on gluten free foods, and finding expert medical support.  Enclose a check made payable to NECO 
for $30 in the envelope attached here for your convenience.

I invite you to enjoy this edition of “Gluten Free New England” packed with articles 
covering a variety of topics.  We are proud of and thankful for the wonderful writers 
who contribute stories of their travels, experiences, insights, recipes and scientific  
updates. We hope you will enjoy and use the ideas, and try the recipes.

Nowhere else can you get the hands-on support, education, and resources we offer  
at NECO. It is our privilege and a pleasure to be here whenever you need us, but  
please know - we couldn’t do it without you.

Yours in health,

Lee Graham
Executive Director

Illustration: David Zydd/Shutterstock.com
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It Starts 
It was the day before my 20th birthday 
when I “came to” out of anesthesia from 
my upper endoscopy and I peered out at 
my GI specialist from the Green Mountain 
state of VT through blurry eyes.  I vaguely 
recall him saying, “Well, we won’t officially 
know for a couple of weeks, but based 
on what I saw, it looks like you have celiac 
disease.  Start eating a gluten-free diet 
and I’ll see you soon.”  

And there you have it. 

Within two weeks, I was referred to a di-
etician whose tiny office I sat in while she 
opened her textbook and read me what 
she knew.  I walked away with a few pam-
phlets and realized I had to figure most 
of this out for myself.  Thankfully, being 
diagnosed in 2000, the internet was quite 
accessible even though the information 
did require some researching.

The frozen bread I had to consume 
was, let’s just say, barely edible.  I was 
also lactose intolerant for about the first 
three months, downing Lactaid pills as 
I continued to ingest the wonderful Ben 
and Jerry’s ice cream that my summer job 
supplied.  I met with a few folks who knew 

the disease well and they gave me some 
wonderful advice-and some cookies.  

In the fall, I headed off to college, moving 
into an apartment with five other girls!  
Carrying in boxes with my separate dish-
ware, cookware and sponge I prepared 
myself for the waiting game until the day 
I didn’t wake up with abdominal pain, 
diarrhea, bloating, dizziness from anemia 
and generalized fatigue.  

Finally
That day did come.  Within 3 months, I 
could digest dairy again (as the lactase 
enzyme is on the tip of the villi, which 
generally grow back when they do) and 
within the first year, I grew a whole inch 
and gained ten pounds-at age 20 may I 
remind you.  

Much has happened by the way of 
developmental and social milestones I 
have maneuvered the dating scene as 
a young celiac adult, trained for and ran 
four marathons, traveled to several coun-
tries, attended over 30 weddings as well 
as planned my own (having five different 
meetings with the chef).  I’ve also gone 
through two pregnancies with gestational 
diabetes and, with my amazingly support-

ive husband, am now raising my beau-
tiful girls, one of whom also has celiac 
disease.  

Overall, I am so thankful to have been 
diagnosed with celiac disease.  Obviously, 
I would prefer not to have any autoim-
mune condition or food allergy (I have 
those too).  Some may even be offended 
to think that one could find anything good 
about having an autoimmune condition 

The 

Good Things 
about Having Celiac Disease

by Carla Carter

Happy Anniversary to ME!  August 14th marked the 15 year anniversary of my diagnosis 
with celiac disease.  I feel as though everyone’s personal story is important and interest-
ing to me and while many of you may not find my personal story interesting, I decided to 
share it for a reason.  I wanted to reflect upon these last 15 years with the goal that for 
those of you who are new to this disease, it will bring comfort and hope that things WILL 
get better.  



5617-262-5422 or 888-4-CELIAC

and I do realize there is a ton that stinks 
about this disease-pun intended.  Howev-
er, for me, I feel lucky that I was diag-
nosed at a relatively young age, and with 
a disease for which I do not have to take 
medications.   

While the food aspect definitely becomes 
a bummer at times, it is amazing how far 
foods have advanced since that time.  If 
you are just recently diagnosed, even in 
the last five years, consider yourself lucky 
you did not have to be forced to eat the 
only option of hard-as-a-rock rice bran 
bread.  

There are so many yummy choices these 
days, but even with these options, I am 
also thankful that having celiac disease 
has taught me to read labels.  Through 
my navigation of food labels (which, by 
the way, are MUCH easier to read now) in 
the search for gluten, it has also allowed 
me to find ingredients that I had begun 
to question their purpose in my food and 
subsequently, my body.  

After years of reading and learning, I am 
quite thankful that I actually consider the 
OTHER things going in my body and their 
potential health effects.  These days I 
avoid many that offer nothing good to me, 

whose words are too complex to read, or 
especially those that even may harm my 
body.

Of course there are plenty of terrible 
things that can happen to a person out 
there, of which we are inundated about in 
every aspect of the media it seems.  For 
celiac disease, it does depend on your 
personal story, how long it took you to 
be diagnosed and what other ailments 
you are now suffering.  I am not alone in 
the adverse effects of celiac disease and 
I also see first-hand the effects on my 
brother and sister as three out of four of 

If Nothing Else
Even if you remember nothing else from 
this article, please pay attention to the 
next few sentences:  Try to take one 
day at a time and keep your life 
and food simple.  Be thankful to 
finally know your arch nemesis of 
a diagnosis.  You have it in hand 
and now it’s what you do with it 
that will determine your future 
health and happiness.  May you 
try to find the one good thing 
about knowing and may it bring 
you peace.

us siblings are diagnosed. (Somehow, the 
fourth was lucky enough not to have the 
gene.)  

Also, in working with the aged population 
of health care, I have unfortunately been 
witness to people dying of the secondary 
consequences from continual ingestion of 
gluten, despite a positive celiac diagno-
sis.  It’s not pretty and I don’t pretend 
that people don’t suffer from this dis-
ease.  However, please know that there 
are advances in research in our future 
and there is hope.  The celiac research 
centers around the world are pumping out 
new and different potential treatments at 
a surprising rate and the possibilities are 
truly exciting.  
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GF in London
by Kimberly Buckton

When a friend offered us the use of her flat (apartment) in 
Greenwich, about 5 miles east of London, we knew we 
had to jump on the opportunity to visit family there and 
see the sights of the great city. Our family of 5, including 2 
celiacs (one adult and one 12 year old), travelled there for 
two weeks in July. While London may not be known for its 
food, we experienced much of what there was to offer and 
had nothing but positive dining experiences there.

Flight Time
We booked our flights on Virgin Atlantic 
and were able to choose special meals. 
A gluten intolerant option was available 
so we requested two of those. As always, 
we travelled with many snacks to satisfy 
both gluten free restricted diets and child 
friendly palettes just in case. We have not 
attempted to bring ice packs on a plane 
and instead pack shelf stable, non-per-
ishable items. Some of our favorite things 
to carry on include fruit and vegetables 
(be sure to eat or discard them before 
disembarking if you are travelling inter-
nationally since there are restrictions on 
what you can bring in to other countries), 
Go Picnic snack meals and GF granola or 
snack bars.

We flew on an overnight flight to London 
which departed Boston around 9:30 p.m. 
and arrived in London around 9 a.m. We 
were served dinner and breakfast during 
that 7 hour flight. The gluten free  
dinner was very basic, plain white rice 
with chicken and vegetables and a rice 
cake on the side. The breakfast was 
flavored yogurt, a muffin and another rice 
cake. All items were clearly marked gluten 
free but none of the food was very tasty 
so we were glad to have packed our  
own food.

Our return flight left London around  

1 p.m.  and landed in Boston around  

3:30 p.m.  Again we were served two 

meals during the flight. The first meal was 

gluten free pasta with chicken in a mush-

room sauce, a small salad, a gluten free 

roll with butter and a mystery dessert. We 

did not taste the dessert because it ap-

peared to have a crispy topping but there 

was nothing indicating that it was gluten 

free. The second meal served on this 

flight was a chicken wrap, potato chips 

and a granola bar. All items in this snack 

box were clearly marked gluten free.  

On this second flight, all passengers  

were also given snacks of a bag of 

pretzels (not gluten free) and an ice pop 

(gluten free based upon the ingredient  

listing.) If the food was to your liking, it 

was impossible to disembark from the 

plane still hungry!

Grocery Shopping & 
Eating In
Since we were staying in a flat while we 

were visiting London, we had access to 

a full kitchen and were able to prepare 

many of our meals there to save money, 

time and worry over cross contamination.  

Within walking distance, we had access 

to several grocery stores including a 
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large Waitrose, a smaller Sainsbury’s and 
a small Co-Operative store. Each store 
that we visited had a selection of gluten 
free items, and the size of that selection 
seemed to be proportional to the size 
of the store. As you may notice in some 
stores in the U.S., many of the gluten free 
items were in a special gluten free section 
but others were sprinkled throughout the 
store with similar products. Other U.K. 
based chains including Tesco, Marks & 
Spencer and Whole Foods would surely 
have similar gluten free selections.

One of our favorite finds was Genius 
bread. The 12 year old celiac in our family is 
very particular about the GF bread prod-
ucts that he will eat, generally only eating 

fresh homemade bread. When we gave the 
Genius products on the shelf a squeeze, we 
had high hopes. The bread and rolls lived 
up to those high hopes and we were able 
to pack delicious sandwiches for lunches to 
go on this soft and tasty GF bread.   

There were plenty of gluten free cereals 
on the grocery shelves, and we general-
ly enjoyed quick breakfasts of cereal or 
toast, fruit and yogurt or other protein. 
We brought Toaster Bags with us since 
the toaster at the flat was not a dedicated 
gluten free toaster. Often advertised as 
an easy way to make grilled cheese in a 
toaster, we have never used Toaster Bags 
for that but we have found them to be in-
valuable when travelling or visiting friends 
for a weekend.

We were pleasantly surprised to find that 
all of the fruits and vegetables purchased 
in the grocery stores were fresh and 
delicious.  

It was also surprising to find gluten in 
some unexpected products. My son 
had a craving for sausages and we had 
to search hard to find some that did not 
contain gluten. We finally found Good Lit-
tle Sausages which were not only gluten 
free but also made with socially conscious 
ingredients such as outdoor bred pork 
and free range egg. The packaging is 
environmentally friendly and with each 
purchase, the company donates meals to 
families in developing countries.

While visiting my sister in law outside of 
London, we shopped in a Sainsbury’s 
grocery store with an even larger selec-
tion of gluten free foods. We enjoyed GF 
savory pies by Too Good to be Gluten 
Free. My son loved the steak and ale pie, 
and I enjoyed a garden vegetable quiche 
on a GF pastry crust topped with pine 
kernels and feta cheese. These heat and 
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GF in London
continued from page 7

serve pies made for a quick and tasty 
safe meal. We also spotted gluten free 
sausage rolls (sausages in a puff pastry 
crust) but ran out of time on this trip to try 
them.

There were lots of sweets and treats 
marked gluten free. My son loved the 
Waitrose Love Life Free From gluten 
free chocolate muffins we purchased 
for the days we left the flat early without 
much time for breakfast. Some other 
favorite snacks we discovered were 
Nature’s 
Store 
chocolate 
covered 
orange rice 
cakes and 
Tyrrell’s 
Posh Corn, 
both clearly 
labeled glu-
ten free.  

Dining Out
While we did eat the majority of meals in 
our flat or pack them, we did dine out in 
London as well. This was, after all, a va-
cation! We did a lot of research and knew 
what gluten free friendly restaurants were 
near the spots we were visiting. 

One day we went to a branch of  
Honest Burger which had made our 
short list due to the fact that everything 
they serve there except the buns is gluten 
free. Gluten free buns are available for an 
additional charge, and they are toasted 
separately and incredibly tasty. We were 
very hungry when we got there and start-
ed with onion rings which were absolutely 
delicious. Everybody was able to get 
the burger of their choosing, and every 
burger came with a generous serving of 
rosemary salted chips. (In England, chips 
are what we would call French Fries.) In 
addition to various beef burgers, Honest 

Burger also offers a chicken burger and 
a vegetable fritter burger. Honest Burger 
has 9 locations around greater London, 
and we liked the food there so much that 
we visited another branch for a meal later 
in our stay.

Another meal out was at Truscott Arms, 
an incredibly gluten free friendly pub in 
the Maida Vale part of London, where we 
planned on having a meal of gluten free 
fish & chips. We arrived late in the evening 
and had to be seated upstairs in the 
restaurant rather than in the pub because 
children are not allowed in the pub after 
a certain time. The children were allowed 
to order from the pub menu but we adults 
had to dine from the restaurant menu. We 
had expected to enjoy a hearty meal of 
comfort food, and instead were treated to 
several courses of fine dining. 

After complimentary appetizers, both 
gluten free and not, we were served 
bread. The surprise came when we were 
offered two different types of gluten free 
bread. We consider ourselves lucky when 
a restaurant offers gluten free bread, 

but never before have we been given a 
choice of GF breads! The children ordered 
classics such as burgers and gluten free 
pasta and enjoyed every bite. They also 
tried the beef shin chips, which are made 
from slow roasted pulled beef which is 
then pressed and coated in GF flour and 
polenta and fried. Their eyes lit up when 
they tasted those!

We adults enjoyed the three course meal 
tremendously. We both started with 
the summer beetroot and goat cheese 
salads. My husband enjoyed a pork dish 
while I had the cod for a main course. 
We ordered desserts – English raspber-
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ries with white chocolate and raspberry 
sorbet, vanilla panna cotta with sugar 
olives and apricot syrup, and a pavé, soil 
and mint chocolate sorbet as well as ice 
cream – and were treated to a passion 
fruit mousse to cleanse our palettes while 
we waited. Suffice it to say, we had happy 
and full bellies after this meal!

During another day sightseeing in Lon-
don, we visited Prezzo pizza for a break 
and hearty meal. They offer gluten free 

pizzas and pastas in several locations. 
Endorsed by the Coelic Society of the 
UK, we felt confident in their practices to 
avoid cross contamination in the kitchen. 

At Prezzo, they roll out all of their pizzas 
on gluten free flour so we did not have to 
worry about airborne flour. 

On the Go
In the interest of time and budget and to 
avoid the grumpiness of hungry children, 
we did try to carry sufficient snacks with 
us each day.

We spent a day at Legoland Windsor 
and planned to purchase some food while 
there in order to relax and socialize with 
my sister-in-law and 4 year old niece. We 
contacted Legoland via email in advance 
to inquire about gluten free options. Their 
response arrived in less than 48 hours 
and not only spelled out exactly what 
options would be available where but also 
recommended speaking to a manager. 
We chose to dine at the Knight’s Round 
Table, where we knew we’d be able to 
have rotisserie chicken, jacket potatoes 
(what the English called baked potatoes) 
and a coleslaw type salad. The staff was 
very helpful in ensuring that we had a safe 
and tasty meal.

At the Harry Potter Studio Tour, we 
were disappointed to hear that the but-
terbeer is not gluten free. For non-Harry 
Potter fans, butterbeer is a butterscotch 
like beverage featured in the books and 
movies. However, all of the sweet treats 
from the Harry Potter stories – Chocolate 
Frogs, Peppermint Toads, Bertie Bott’s 

Every Flavour 
Beans and 
Fizzing 
Wizzbees are 
sold there 
and they are 
all gluten free. 
As an aside, 
we have 
heard that the butter beer at Universal 
Studios in Florida is gluten free.

The Garden Café at Buckingham 
Palace offers hot and cold beverages, 
sandwiches and pastries. We did not try 
anything there, but they do have gluten 
free offerings.

We spent one afternoon in the Covent 
Garden area of London and enjoyed 
giant jacket potatoes from a stall there 
for lunch. With toppings ranging from 
chili and curry to sweet corn, bacon or 
cheese, there is something for everybody.  

We spent a full day wandering around 
Greenwich and lunched at the Green-
wich Market, not far from the Royal 
Observatory and the Prime Meridien, 
where there were plenty of gluten free 
food options available. Some highlights at 
the Greenwich Market were:

continued on page 10
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Planet Pancake – mini gluten free 
pancakes made from rice flour which you 
can top with whatever you’d like (not all 
toppings are gluten free.) They are not 
advertised as being gluten free and we 
didn’t realize that until after the celiacs 
had gotten other food and some young 
people, thrilled to have pancakes for 
lunch, pointed out the sign that said they 
are made from rice flour.

Rubys of London – vegan patisserie 
specializing in gluten free treats

Sausages etc. – the owner of this stall 
changed gloves and very carefully kept 
a sausage away from the bread and 
crumbs for my son

Little Bit of Everything – this stall 
offered a box full of healthy unique salads. 
Of all the offerings there, only the bulgur 
salad was not gluten free.

It was summer and hot while we were in 
London, and gelato shops were on many 
street corners. Two of our favorite gelate-
rias were Black Vanilla and Snowflake. 
All of the gelato flavors had their own 
scoops reducing the likelihood of cross 
contamination from one flavor to anoth-
er. We were pleasantly surprised at how 
easy it was to get information regarding 
ingredients and procedures followed and 
enjoyed gelato or ice cream several times.

Costa Coffee, which is as ubiquitous in 
London as Starbucks is here, offers an 
individually wrapped gluten free brownie. 
We did not try the brownie but it looked 
appealing and we read rave reviews of it.

Next Time
There were so many dining options on our 
short list that we did not get to try. Oliver’s 
Fish & Chips in Haverstock Hill offers 
gluten free fish & chips every Wednesday. 
They clean the fryer on Tuesday night, put 
in fresh oil and everything is gluten free on 
Wednesdays.

Niche in Islington is a completely gluten 
free restaurant offering brunch, lunch, 
dinner and a pre theatre menu. The menu 
at Niche has something for everybody, 
from comfort foods to healthy options. 
We will definitely visit Niche next time we 
are in London.

Some chains that were recommended as 
gluten free friendly included Wagamama, 
Dishoom, Naturally Chinese, Leon and 
Pret a Manger. 

We may also try a gluten free tea next 
time; both Claridge’s and St. James came 
recommended.

GF in London
continued from page 9

Tips
It pays to do a little research in advance and know where you can get safe gluten 
free food.

Be flexible! Things don’t always go as planned and it is important to roll with the 
punches when travelling.

Carry snacks. You never know when you might get stuck and need something. 
Our bus back to London from the Warner Brothers Harry Potter Studio was delayed 
repeatedly. By the time we returned, 2 hours later than planned, we had eaten every 
snack we packed – and we were glad to have had them!

While Find Me Gluten Free is a great app for finding gluten free friendly dining 
establishments when you are traveling, we found Gluugle (http://www.gluugle.com/) 
to be a better choice in London. 

When travelling, don’t hesitate to contact a local celiac support group for advice 
and suggestions. NECO’s extensive online GF friendly restaurant listing covers the 
New England area; other groups may maintain similar listings. We learned that the 
UK has a law requiring caterers to be able to provide you with information on any 
allergens including gluten that may be in any food. While there is no requirement to 
provide a gluten free meal, the requirement to know that information is a step in the 
right direction.

If your cell phone provider does not allow you access to the internet in London, 
there are free Wi-Fi hotspots. Pre-register and download the app for O2 or the 
Cloud to ensure access. Sometimes things just don’t go as planned and it is always 
good to be able to access information about transportation or dining when that 
happens. 

Safe gluten free travels to all!
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The School How-To

It’s now September and being a kid at any age means you usually have to navigate some 
sort of school system, whether it be preschool, elementary, middle/high school or college.  
Some of you may be well versed at getting your kiddo through the school year after  
having multiple conversations with teachers and school nurses, knowing exactly what 
your child can and will eat and making social events a non-issue with a freezer-full of 
baked goods.  

Children’s
Corner

by Carla Carter

However, new situations arise all 
the time.  Teachers and class-
rooms change, your child and 
their ability to process information 
is now different and you may 
also have to deal with medical 
problems related to this disease, 
including possibly diabetes.

You may even be shipping your 
child off to college for the first 
time hoping with every fiber in 
your being that they remember 
everything you taught them for 
managing this disease.  Earlier  
in this magazine, I reflected on 
my diagnosis 15 years ago with 
the return to college in my junior 
year, less than a month after 
finding out what gluten was.  I 
had to move into an on-campus 
apartment with five other girls 
and to my relief, we had our own 
kitchen.  

However, the challenge became 
dealing with the other girls and 
their eating and cleaning habits.  
In general, things went smoothly 
with my separate set-up of items 
in the refrigerator as well as cupboard 
space.  I only had to deal with the occa-
sional comment like, “you seriously need 
your own plates and sponge?”  I ignored 
the eye rolls and grew a thick skin.  I had 
to learn to stick up for myself and  
move on.  

Back then as much as I advocated for 
myself, I had few resources to help me 
through.  My roommates were truly nice 
people, but they just didn’t understand.  
But perhaps I should not have been 
surprised by or disappointed in their 
reactions; these were the same girls who 
had called me anorexic the year before 

as I could only eat white rice in 
the dining hall without getting 
sick.  Aside from the emotional 
implications of this, though, 
the overall picture was that I 
wish I had someone to help me 
through the college scene, even 
just a little.    

I am relieved to share that, 
these days, there are some 
really amazing resources 
available.  As I researched this 
article, I started with our own 
website: www.neceliac.org.   
While there are likely many other 
good resources and tips/tools 
to help you through, our “Celiac 
Resources” tab linked me to 
some of the most reputable 
sources on the internet, which 
can sometimes be the most 
daunting part in finding reliable 
information.

For example, when you click 
on the National Foundation for 
Celiac Awareness (NFCA) link, 
you can find an area on their 
website called “Kids Central.”  

This site offers information for kids and 
parents, and back-to-school tips.  It 
includes as well a “Gluten Free in College” 
tab with a downloadable toolkit, access 
to college blogs and the GREAT resource 
tab (training program for schools, colleges 
and camps).  

Photo: Creativa Images/Shutterstock.com
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Children’s
Corner

Go to http://www.celiaccentral.org and find 
the information under the “resources” tab.

The Celiac Disease Foundation (CDF) 
also offers back to school tips regarding 
healthy lunch box items as well as tips 
to navigating the 504 plan, a section of 
the Rehabilitation Act of 1973, which 
promises equal opportunity for Americans 
with disabilities.  It guarantees full accom-
modation in federally funded programs 
and services and allows you to arrange 
accommodation for your child’s gluten in-
tolerance at public school.  Read more at:

http://bit.ly/1UPvDb9 

CDF also offers a guidebook to starting a 
college student’s own chapter of Celiac 
Disease Foundation U, which is a support 
group for on campus colleges and univer-
sities.  The link is below:

http://celiac.org/wp-content/ 
uploads/2013/12/Celiac-Disease- 
Foundation-U.pdf 

Lastly, our own children’s hospital in 
Boston (link found on our website) has 
a downloadable school packet.  It’s a 
roughly 20-page packet with subjects 
ranging from preparing your child for 
school to working with school protocols 
and managing the 504 plan as well.  

I realize that all of these resources are 
links to websites so in the event that you 
do not have internet access through your 
home, phone or library, use the listed 
phone numbers to contact any one of 
those organizations and they would be 
happy to send you  
the resources  
through the mail.  

I certainly hope  
it helps!  

Happy Fall  
everyone.  

 

Celiac Disease  
Foundation

20350 Ventura Blvd Ste 240
Woodland Hills CA 91364
Phone: 818-716-1513

National Foundation for 
Celiac Awareness

PO Box 544
Ambler, PA 19002-0544
844-856-6692

Boston Children’s  
Hospital 

Division of  
Gastroenterology and  
Nutrition

Fegan 5
300 Longwood Avenue
Boston, MA 02115
617-355-6058

Photo: Sergee Kolesnikov/Shutterstock.com
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Oonagh’s  
    Fall Favorites
Chef Oonagh Williams 
holds a Culinary Arts 
degree and has trained 
in London and Switzer-
land. Oonagh has always 
cooked from scratch with 
real ingredients even prior 
to following a gluten free 
diet and being diagnosed 
with celiac disease. 
Oonagh shares these 
hearty recipes to help get 
through the busy autumn 
season.

by Oonagh Williams

Breakfast quinoa,  
yogurt and fruit
I am unable to eat even certified GF oats, 
and that makes finding healthy, quick 
breakfasts challenging. Most mornings 
I have cooked quinoa (cooked and 
stored in fridge) with vanilla Greek yogurt 
and fresh fruit. I love blueberries for the 
antioxidants, golden raisins (sultanas) for 
the iron, and some nuts (which are even 
tastier toasted) for the crunch, protein 
and healthy fats. Add some cinnamon to 
boost your metabolism.

Like white rice, quinoa on its own is 
boring. Quinoa is one of the latest 
products to hit the market.  It should be 
organic (meaning not genetically modi-
fied), naturally gluten free, high in protein 
and fiber and contain all of the essential 
amino acids. Note that the amount of 
fiber can put your body into ‘overdrive’, 
but that doesn’t mean there is anything 
wrong with the quinoa.  Since quinoa is 
high in protein, it is great for vegans and 

meatless Mondays. I use it for soups, as 
an alternate for rice and even use quinoa 
flakes in baking but I’m still not fond of 
quinoa flour. 

Quinoa is available even in ordinary su-
permarkets.  Do not buy it loose in bulk 
containers as there is far too much risk 
of cross contamination. Red and black 
quinoa look prettier but are more expen-
sive. So far, the best deal I’ve found is a 4 
pound bag at Costco for about $16.00.

Quinoa is a tiny, tiny grain, known as a 
super grain or Mother of all grains. It has 
a bitter smell due to a natural insecti-
cide, saponin, that must be rinsed off the 
quinoa. I have read that saponin left on 
quinoa has a laxative effect but quinoa is 
so high in fiber, it could still have a laxative 
effect. Books may tell you that quinoa 
has already been rinsed, but I still always 
rinse the quinoa in a new, tiny-holed flour 
sieve which cost only about $5. Every 
quinoa I have bought has the same bitter 
smell when you open the bag. 

As quinoa cooks, it changes color and 
goes transpar-
ent.  On the 
way, the circle of 
quinoa has an 
outer circle/tail 
that stays more 
solidly white 
than the middle 
of quinoa grain.

Mix 1 cup rinsed 
quinoa and 2 
cups cold water 
in a 1 quart pan.  
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Bring to a boil, turn down to a simmer, 
cover and leave to cook for 10 minutes.  

Turn off the heat, leave the pan on the 
turned off heat still covered for 5 more 
minutes.  

After total of 15 minutes, remove lid, 
fluff quinoa and allow to cool. The liquid 
should have been absorbed. Quinoa con-
tinues to cook and can change from quite 
firm to soft – your choice.   

Store cooled cooked quinoa in the fridge.

Add yogurt, fruit and nuts for breakfast 
(3 - 4 Tablespoons of quinoa with fruit and 
yogurt is a generous portion for an adult 
female.)

Quinoa and yogurt with soft fruit is a 
healthy breakfast for kids who don’t like 
to chew. 

You can also use quinoa instead of  
couscous and rice in recipes. My version 
of the Life Alive Lowell restaurant’s quinoa 
recipe with sesame ginger garlic sauce 
and lots of vegetables is a favorite of my 
husband, a definite carnivore. 

Blueberry, lemon and 
almond flour muffins
These muffins are a far better choice for 
off to work, off to school than sugar and 
carbohydrate laden cereals  and 
breads.

Ingredients

2 eggs (or 1/2 cup egg substitute. I like Papet-
ti’s Better n’Eggs which is GF and has no onion 
or garlic powder)

1/3 cup honey

4 tablespoons melted butter or Earth Balance 
(You can also substitute 1/4 cup vanilla Greek 
yogurt to reduce calories) 

1 teaspoon GF vanilla 

3/4 teaspoon GF baking soda

1/2 teaspoon sea salt

lemon zest from at least 1 large lemon. This 
only gives a very mild lemon flavor. 

2 1/2 cups (8+1/2 oz, 240g) almond flour. 
Almond meal is almonds with skin on and 
makes finished muffin darker colored. Do not 
decrease amount of flour as muffins will sink 
in middle.

1/2 cup (2oz, 55g) chopped pecans or other 
nuts

1+1/2 cups (9oz, 255g) fresh blueberries. I use 
tiny, frozen wild Maine blueberries, which are 

easily found in regular supermarket.

Finish 1

1 tbsp sugar mixed with 1 tsp cinnamon.

Finish 2

juice of half a lemon melted with 1-2 tbsp 
sugar for glaze.  Adjust the amount of sugar to 

your taste, I like it tangy. 

Preparation

1. Preheat oven to 350°F. Place muffin 
cups in regular muffins pans. When 
you use muffin cups, clean up is easier 
and the muffins are portable.

2.  In a medium mixing bowl, whisk eggs, 
honey, butter/yogurt and vanilla until 
fluffy.

3.  With a spatula, fold in the almond 
flour, baking soda, salt, zest, and 
pecans. Add blueberries.

4.  Batter will be very firm so you’ll need 
to use a spoon to evenly divide the 
batter amongst the 12 muffin cups.   
I use #40/about 2 tbsp (30ml)  scoop, 
slightly mounded to get 12 muffins. 
Sprinkle cinnamon sugar on top be-
fore baking. 

5.  Bake for 20-25 minutes. (25-30 or 
more minutes if you use frozen blue-
berries, but you must check.) Tooth-
pick should come out clean and they 
should be a nice golden brown behind 
the blueberries which make everything 
purply.  

Finish

Upend the cooked muffin into bowl of 
lemon syrup and twist so top is glazed. 
This is far less messy than trying to spoon 
lemon syrup onto muffins in pan. 

These muffins are very moist and store 
well in fridge or freezer. Feel good starting 
your day with high protein and antioxi-
dants from blueberries. Experiment with 
the recipe and try a different nut flour if 
you wish.

continued on page 16

Always check that every 
ingredient you use is gluten 
free.



Gluten Free New England Magazine | Autumn 2015

16 www.neceliac.org

No boil or slow cooker 
creamy lasagna
Makes 8 x 8 dish, 4 generous portions

I first made a slow cooker lasagna in the 
summer of 2014 when we needed to 
eat something other than grilled meat 
and salad without turning on the a/c or 
heating up the house.  I recommend only 
using the slow cooker while you’re home; 
this recipe only needs about 2 hours on 
high or 4 hours on low. Timing will vary 
based on the slow cooker, amount of in-
gredients and whether it was cooked cold 
from fridge so you may need to experi-
ment the first time you try this recipe.  

Prior to following the gluten free diet, I 
used to make lasagna with no boil wheat 
noodles, water added to tomato/meat 
sauce and more milk or water added to 
ricotta layer.  Layered and left in fridge 
overnight, the noodles start absorbing 
the extra liquid and take about 1 to 1 1/2 
hours to cook.  

I’ve found this recipe works just as well 
with both Jovial no boil gf noodles and 
Tinkyada lasagna noodles that say to 
cook first – I didn’t. The Jovial 9 oz box 
contains 12 sheets so double recipe for 
9x13. Play with filling ingredients to your 
taste.  This is mild and creamy, not heavily 
cheese tasting. 

Ingredients

6 sheets of GF lasagna noodles

1 x 16 oz jar Classico Alfredo sauce labeled 
GF or homemade creamy, cheesy sauce that’s 
runny. I found the Alfredo sauce to be a bit too 
salty for me and quite peppery but easy.

1/2 cup milk

1/2 cup Italian cheese blend (or more to taste)

8 oz ground pork – try with ground beef, 
ground turkey as well. 

1 medium onion, peeled and finely chopped

2 cloves garlic, peeled and finely crushed

1 red bell pepper, deseeded and cut into 1 inch 
squares. 

4 medium mushrooms, cleaned and sliced

1 cup frozen chopped spinach (now available 
loose rather than 10 oz brick)

2 Tbsp sundried tomatoes, chopped

1 cup chicken stock or water with stock 
concentrate

2-4 Tbsp red wine (optional)

4 oz (1/2 brick) of Greek yogurt cream cheese

Add fresh basil, oregano if desired 

Additional Italian cheese blend for top

Preparation

1.  Spray 8x8 pan with GF spray for easi-
er clean up

2.  Heat 2 quart pan over medium heat, 
add ground pork and stir until it starts 
browning and releasing fat. Add on-
ions, garlic, red pepper and mush-
rooms and fry for about 5 minutes.

3.  Add stock, sundried tomatoes, wine 
and spinach. Bring to boil, turn down 
to a simmer and cook for 10 minutes. 
Add some freshly ground black pep-
per, herbs and stir in cream cheese.

To Oven Bake

4.  Pour 1 cup of Alfredo sauce into bot-

tom of 8x8 pan, add ¼ c milk and ¼ 
cup cheese blend.

5.  Place 2 lasagna noodles side by side.

6.  Top with half meat mix.

7.  Top with 2 more noodles then second 
half of meat mix. Top with 2 more noo-
dles, second half of Alfredo sauce, 1/4 
cup milk and 1/4 cup cheese.  Cover 
with foil.

8.  Either refrigerate overnight and oven 
cook on a cookie sheet the following 
day or cook immediately.

When I used Jovial GF noodles in the 
oven, the lasagna took nearly 1 1/2 hours 
to bake when cooked immediately with 
hot meat sauce and even longer when 
cold from the fridge. The package sug-
gests only 45 minutes.

For Slow Cooker

4.  Spray inside of slow cooker.

5.  Break lasagna noodles to fit, layer as 
above. 

6.  Put lid on and leave to cook. I found 
that the noodles were hard after 2 
hours on high and mush after 2 1/2 
hours on high. With a different brand 
of GF lasagna, the noodles were ten-
der but floury tasting after 1 1/2 hours 

Oonagh’s Fall Favorites
continued from page 15
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on high. Brands vary hugely, and 
lasagna noodles will continue to cook 
if left in slow cooker or while resting. 
Press down on lasagna noodles to 
keep them under the sauce. Finish 
with extra cheese. 

You can also substitute raw GF penne 
etc.

Note approximate 
calorie counts
8 oz brick regular cream cheese is 720 
calories

8 oz brick of lite cream cheese is 560 
calories

8 oz brick of cream cheese with Greek 
yogurt is 480 calories – love the less 
calories and tangier flavor but prefer it for 
meat dishes not sweet. 

Shanghai Noodles with 
Spicy Beef Sauce

I adapted this recipe from one that a 
wheat-eating friend shared with me. 
Allyson likes the genuine Chinese Hoisin 
bbq sauce but I didn’t care for it. I made 
this recipe as part of a gf, cf (casein free) 
and egg free cooking class I did for GIG 
of Dallas last September.  I made one pan 
with Hoisin sauce and tamari sauce, the 
other pan with Sweet Baby Ray’s bbq 
sauce and tamari sauce.  We all agreed 
no real difference in taste and we are all 
more likely to have a bottle of American 

bbq sauce in the fridge. I like to add as 
many vegetables as I can to recipes like 
these.  More veg, less meat. Kids like the 
sweetness of the bbq sauce. 

Ingredients 

3 Tbsp. peanut oil or olive or coconut oil – 
please don’t use canola oil 

2 cloves garlic, peeled and finely crushed

1 Tbsp. minced ginger root

1/4 tsp. crushed red pepper, just a nice heat

1 medium onion , peeled and finely chopped

1 lb. ground beef or the 20 oz brick of ground 
turkey. We had Buffalo in Dallas.

2 cups gf chicken broth

1/3 cup Sweet Baby Ray’s bbq sauce

1/4 cup San-J tamari sauce -wheat free soy 
sauce

1/4 cup dry sherry or beef broth to disguise 
flavor and color of turkey

2 Tbsp. GF cornstarch mixed with 2 Tbsp. water

4 carrots, peeled and cut – or baby carrots

baby sweet corn, or green beans, or zucchini 
or broccoli

12 oz Asian brown rice angel hair size noodles 
or cooked spaghetti squash.

1-2 Tbsp. toasted sesame oil – do not be heavy 
handed with the sesame oil, it is strong.

1/2 cup diagonally sliced green of green 
onions

No extra salt or pepper until you taste at end.

Preparation

1.  Heat wok or large skillet until hot. Add 
oil, garlic, ginger root and pepper 
flakes. Cook for a few seconds. Add 
onion and cook until transparent. 

2.  Crumble ground beef and cook until 
meat is browned. 

3.  Add chicken/beef broth, bbq/hoisin 
sauce, soy sauce, and sherry.  Add 
vegetables and cook for about 20 
minutes until meat is cooked and 
vegetables are as tender as you and 
family like.  Add cornstarch mix to 
meat mixture. 

4.  Cook until thickened. Taste and adjust 
seasoning - more tamari, bbq sauce 
or sherry. Some times your taste buds 
say more. In the meantime, cook 
the rice noodles. Combine cooked 
noodles with the sesame oil. Top with 
meat mixture and garnish with the 
green onions.

Chef Oonagh Williams has a Culinary 

Arts degree and prior to gfd and cd 

diagnosis always cooked from scratch 

with real ingredients. ‘Like’ Chef Oonagh 

on Facebook at Gluten Free Cooking with 

Oonagh.

Connect with Chef Oonagh on Skype 

for coaching in how to cook with a gluten 

free/allergen free diet. Chef Oonagh 

regularly appears as the featured Chef on 

NH’s ABC WMUR TV, speaks at Confer-

ences, Corporate Health Fairs and  

Lunch n Learns. Contact Chef Oonagh 

for her ‘Delicious Gluten Free Cooking’ 

e-book, over 200 pages, full color photos, 

from kid friendly to adult indulgent for  

only $20.
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by 

Lauren Komack

The diagnosis, while simple to make (just 
have certain blood tests, often followed 
by an endoscopy) can take a torturous, 
circuitous route of having symptoms and 
following treatments for those symptoms 
(bloating, gas, heartburn, vitamin and 
mineral deficiencies, brittle bones). Many 
people are misdiagnosed and treated for 
other GI problems. 

Why is this so? 
I am not entirely sure how it happens, 
especially with all of the gluten-free 
discussion that is in the news and that is 
part of our culture. Nevertheless, there 
are many physicians who have not yet 
been educated to make the diagnosis, 
particularly of celiac disease. Many are 
stuck with an outdated understanding of 
what the profile of a person looks like with 
celiac disease. Many do not realize that 

we come in all shapes, sizes, weights, 
colors, and presentations of the illness. 
Brittle bones, anemia, infertility, and short 
stature are just some of the symptoms 
that can be caused by undiagnosed 
celiac disease. Many doctors look for GI 
symptoms only.

Once you know you need to be on a 
gluten-free diet, there is a lot of good 
information available to you. There is a 
gluten-free labeling law (voluntary). There 
is a law that identifies eight allergens, 
including wheat, that must be included 
on the label of packaged foods.  We 
now live in a culture that understands 
and supports eating gluten-free, actually 
knows what gluten is, can often identify 
products and preparations that contain 
gluten, and is even sensitive to the differ-
ence between it being a medical neces-
sity versus a choice.

Whatever your initial reaction(s) is, it soon 
becomes clear that this diagnosis not 
only requires a strict adherence to a glu-
ten-free diet (the only medically accepted 
treatment of celiac disease,) but major 
changes in lifestyle.  Think about how 
much your life centers around food! For 
some, this change is easy; for others, it 
is more complicated. We need to adjust 
nearly every aspect of how we live our life, 
how we shop, how we cook, how we eat 
out, how we travel, how we entertain, and 
how we talk about these changes with 
our friends and families.

What next?
The emotional adjustment to the diagno-
sis may be easy, or it may take a while.  
When you first look at the list of foods you 
can no longer eat, there can be a reaction 
of sadness, anger, or even depression.  

There is no doubt that following a gluten-free diet has 
become easier over the last decade. The first weeks after 
actually getting the diagnosis can be quite an adjustment. 
Each person reacts in his/her own way. This can include 
feelings of relief, denial, anger, confusion, worry, helpless-
ness, curiosity, relief, or a feeling of being challenged. We 
may experience several feelings at once, or feel stuck in 
one of them, and we may cycle through many of 
them in the course of adjusting to being gluten-free.  
There is no one “right” way to feel—there is only the 
way you feel. For many, there is such a relief to finally 
know what has been making you sick. For many, be-
ginning the gluten-free diet brings almost immediate 
relief of symptoms. For some, it can take up to two 
years. If you are gluten-free out of choice, you will have a 
somewhat different process, although the scrutiny of your 
diet may be quite the same.

Going Gluten Free

Photo: Luis Molinero/Shutterstock.com

The Gluten Free Way: 



19617-262-5422 or 888-4-CELIAC

Some people toy with the possibility of 
not giving up all gluten—maybe being 
able to eat some favorite food. The 
answer is YES! We need to give up all 
gluten—even small amounts of gluten are 
toxic to people with celiac disease (CD). 
Although you know that eating gluten will 
make you sick, you still may have yearn-
ings to join in the pizza party or eat that 
wonderful piece of gooey chocolate cake 
at a friend’s house. We all have to grieve 
our losses, and we grieve again, but we 
can begin to be less reactive and we 
know that our health will be better. 

Although each of us will go through this 
process differently, here is an outline of 
what needs to be considered:

Adjustment Process:
You start to think about your relationship 
with food--perhaps for the first time in 
your life. It takes a great deal of effort to 
read labels, search for hidden gluten. You 
are confronted almost daily with what 
you can no longer eat. You discover that 
spontaneous eating is almost impossible. 
You have to plan meals out, snacks to 
bring, food to take with you to friends’ 
homes, on business trips, to class, to 
parties. Discussions with family and 
friends begin to let you know who will be 
supportive, who will and won’t under-
stand the changes you have to make. You 
might feel self-conscious as you explain 
to family, other relatives, friends and wait 
staff, what you require to eat safely. You 
will begin to identify what kind of support 
and resources you will need to feel more 
comfortable. 

Acquiring Knowledge:
You can begin to acquire new knowledge 
in the form of research to ascertain which 
products contain gluten and which are 
gluten-free. Reading CD newsletters, 
attending support meetings, consultat-
ing with a dietitian, asking fellow celiacs 
about their experiences, visiting CD 
Websites, reading books about CD and 

gluten-free cookbooks all will help. One 
caution: although chat rooms on the Web 
can provide you with wonderful resourc-
es, they can also be a source of misinfor-
mation.  Make sure to double-check facts 
you learn from there. 

Plan for Change:
Coming up with an action plan for 
yourself can help. How do you want to 
organize your own kitchen? Will it be 
totally gluten-free or will you continue to 
buy products containing gluten for the 
rest of your family and friends? You can 
learn a lot about the presence of gluten 
by reading all food labels of your existing 
foods. Look for sources of hidden gluten 
in your pots, pans, toasters, and utensils. 
Toasters and waffle irons usually are hard 
to make gluten-free, so you may need to 
get separate ones to avoid cross-con-
tamination. Making shopping lists of items 
that are naturally gluten-free (all raw fruits 
and vegetables, unprocessed meat, fish, 
and poultry, eggs, many dairy products) 
can give you the basics. Adding select-
ed gluten-free pastas, breads, cookies, 
cakes, waffles and mixes lets you try 
substitutes for what you used to eat. 
Don’t overbuy—although the market for 
gluten-free products is ever expanding, 
you may have to experiment to find the 
ones that are to your liking.  

Developing advocacy skills:
Learning to be a very good advocate for 
yourself is both challenging and em-
powering. It takes a lot of work, but is 
well worth it. Even when we are clear 
about our diets, many well-meaning 
people misunderstand what we can eat. 
We can find ourselves in the position of 
explaining it and then explaining it again. 
Personal advocacy comes in the form of 
providing information to those who will 
be feeding us (friends, families, at wed-
dings, at restaurants, when we travel.) 
We are advocates for ourselves when we 
shop, when we bring gluten-free items 

to parties that we attend. We are taking 
care of ourselves, for example, when we 
offer to make a gluten-free stuffing for 
Thanksgiving. The need to take care of 
ourselves NEVER goes away. Our goal is 
to find safe, creative, and interesting ways 
to follow the gluten-free diet with comfort, 
ease, and a sense of well-being.

The process of eating gluten-free does 
get easier over time. The first few weeks, 
months and perhaps years are the hard-
est as we learn and make the necessary 
adjustments. The challenges of eating 
out, traveling, having traditional family 
meals (with your new restrictions), and 
attending catered events, will continue 
to be present, but should also get easier. 
Many of those closest to you will think 
they understand what you need and per-
haps they will. Needing to eat gluten-free 
is a life-changing event and process. 
The person who will take the best care 
of you will be you. Remember, the New 
England Celiac Organization is here to 
help you!

Photo: Luis Molinero/Shutterstock.com
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Autumn  
COOK’S CORNER
by Judith Mann (Nurse/Celiac/Foodie)

Cape Cod Clam Chowder
Ingredients

1/8 pound (3-4 slices) bacon, finely diced 
1 1/3 medium onions, finely chopped
2 cups diced potatoes
1/2 teaspoon salt
1/4 teaspoon oregano
1/4 teaspoon basil
1 1/3 cups boiling water
16 chowder clams (chopped fine and use all liquid that clams are in) 
1/2 cup cream

Preparation

Sauté bacon and onions in large kettle until onions are tender 
and golden. Pour off fat. 

To the kettle, add potatoes, salt, oregano, basil and water; let 
simmer until potatoes are tender, about 15 minutes. 

Add the clams. This is the base; makes 1 quart. 

Let sit overnight in refrigerator or if in a hurry cool in fridge for 1 
hour.

Add to base the cream, 2 tablespoons butter, and salt, freshly 
ground pepper to taste, heat and serve.

Serves: 6

Nutritionals: 210 Calories; 12g Fat (50.7% calories from fat); 12g Protein; 13g 
Carbohydrate; 1g Dietary Fiber; 46mg Cholesterol; 421mg Sodium.  Exchanges: 
1/2 Grain (Starch); 1 1/2 Lean Meat; 1/2 Vegetable; 2 Fat.1/2 Grain (Starch); 1 
1/2 Lean Meat; 1/2 Vegetable; 2 Fat.

Taco Pizza
Ingredients

1/2 pound ground turkey

1/2 packet (2 Tablespoons) GF taco seasoning (I use Simply Organic 
Southwest Taco Seasoning mix)

1 GF pizza crust (I like Against the Grain)

1 cup salsa

1 cup (4 ounces) reduced-fat shredded Colby Jack cheese 

2/3 cup coarsely crushed corn tortilla chips

1 1/2 cups shredded lettuce

2 Tablespoons sliced ripe olives, optional

Preparation

Cook ground turkey with taco seasoning mix in large skillet over 
medium heat for approximately 5 minutes or until turkey is no 
longer pink. 

Prepare pizza crust according to package directions. 

Top crust evenly with salsa. Sprinkle on taco meat, cheese, and 
tortilla chips. 

Bake in 400ºF oven for 18-22 minutes or until crust is golden 
brown. 

Remove from oven, top with shredded lettuce and olives and 
serve.

Serves: 8

Nutritionals: 326 Calories; 10g Fat (27.8% calories from fat); 14g Protein; 46g 
Carbohydrate; 4g Dietary Fiber; 27mg Cholesterol; 648mg Sodium.  Exchanges: 2 
1/2 Grain (Starch); 1 Lean Meat; 1/2 Vegetable; 1 1/2 Fat; 0 Other Carbohydrates.

Photo: MSPhotographic/Shutterstock.com
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Almond Honey Crunch
Ingredients

1 cup slivered almonds

1/4 cup honey

1 Tablespoon butter

1 Tablespoon grated orange peel

Dash salt

2 1/2 cups GF Corn Flakes

Preparation

Combine almonds, honey, butter, orange peel and salt in heavy 
frying pan. 

Cook over low heat, stirring constantly, until almonds are  
golden. Remove from heat. 

Add corn flakes and mix carefully. 

Spread on buttered baking sheet. When cool, break into small 
pieces.

Serves: 6

Nutritionals:210 Calories; 13g Fat (50.6% calories from fat); 5g Protein; 23g 
Carbohydrate; 2g Dietary Fiber; 4mg Cholesterol; 126mg Sodium.  Exchanges: 1 
Grain (Starch); 1/2 Lean Meat; 0 Fruit; 2 Fat; 1/2 Other Carbohydrates.

Photo: anawat sudchanham/Shutterstock.com
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The NECO Member’s Forum is a place 
to share our stories, experiences and 
successes. Everyone has their own 
story of how they were diagnosed, some 
undiagnosed for many years, others later 
in life, still others early on... Our common 
challenge is to learn the gluten free diet. 
No exceptions, no cheating, no prob-
lem, right? Once someone is diagnosed 
with celiac disease or gluten intolerance, 
what’s next? Some people are sent to 
registered dietitians, but many of them 
have no idea how to guide their patients - 
or worse, their information is faulty. 

We hope that some of you will welcome 
the chance to come forward and share 
your stories in upcoming issues of the 
Gluten Free New England magazine. 
Hope you will read this story and be 
inspired to share yours with us.

When cereal was first introduced into 
my diet at 9 months I became seriously 
ill. Originally diagnosed with a terminal 
illness, my folks went for a second opin-
ion at Children’s Hospital in Philadelphia 
and thank goodness the doctors there 
thought differently and diagnosed me with 
celiac disease. Way back in the “dark 
ages” in 1946, this meant going on the 
“banana diet.” 
Medicine didn’t 
know what celiac 
was, how to 
treat it, or even 
what damage 
occurred, but 
inadvertently 
the banana diet 
didn’t have glu-
ten and I thrived.  

My Banana Diet-1947
Bananas
Egg whites
Cottage cheese
Liver

After a few 
years following 
the banana diet, my folks were told, “she 
grew out of it” and I began eating gluten. 
I went to school many days with crippling 
stomach aches. “You’re just nervous,” my 
parents told me. The school wondered 
why I didn’t do better academically. My 
report cards repeatedly claimed, “She 
doesn’t perform up to potential.” Sports 
were a disaster; I never had the energy or 
stamina to keep up. 

Above is a graduating class of 6th grade 
girls. Can you tell which one is the celiac 
(me)? Second from the left, the scrawny 
arms give it away. I came from a loving 
family who gave me a hearty breakfast 
each morning of hot cream-of-wheat ce-
real and weekends were filled with stacks 
of buttermilk pancakes in the winter.  

At 22 years old, I weighed 97 pounds 
and could only fit into preteen sizes. I was 
chronically anemic and felt exhausted. 
At 25, my husband begged me to gain 
weight for our wedding. 

Fast forward: I married my best friend 
and had 3 wonderful children, but was 
still battling fatigue. After the kids went to 
school in the morning, I often went back 
to bed. I was jealous of others who had 
so much energy.  I wondered, “How do 
people push through their fatigue and I 
can’t?” 

When I was 48 years old, my insides 
erupted with chronic diarrhea. I was test-
ed for an array of parasitic complications, 
all of which came back negative. Despite 
telling every doctor I ever went to that 
I had celiac as a child, not one of them 
connected the dots. Finally after a battery 
of tests with no positive results the doctor 
said, “Maybe you have celiac again. Try 
going to Wholefoods to see if they will 
help.”  

Membership Forum
Lee’s Journey
By Lee Graham



23617-262-5422 or 888-4-CELIAC

Off to Wholefoods, a teenage bagboy as 
my guide, I came home with an armload 
of spelt products, which we all know  
aren’t gluten free. Why didn’t I know 
about NECO sooner? Why wasn’t I 
diagnosed earlier? Why isn’t CD on a 
doctor’s radar sooner?  Let’s not let what 
happened to me happen again. I ache for 
what I, as that young girl, went through.  

Can you grow out of it?  Can it come 
back?  Does it ever go away? It wasn’t 
until I connected with The Healthy Villi, 
now NECO, and the ever patient Marge 
Rogers, that my health dramatically 
improved. Marge helped me navigate the 
diet and answered my endless questions 
with patience and a smile.  These are the 
reasons I feel strongly about supporting 
NECO. No one else could have done 
such a good job at getting me back on 
my feet and I can’t wait to share with 
others this wealth of information and the 
“tricks of the trade”. 

For many, thinking about a support group 
conjures up a 
picture of a dark-
ened room; hard 
chairs placed 
in a circle and 
wrinkled brows 
bemoaning their 
bad luck. 

That has not 
been my experi-
ence at NECO. 
NECO has 
the resources, 
education, and 
first-hand knowl-

edge to help those on the gluten free diet 
get better sooner.  NECO will hold hands, 
listen to the stumbles, network to find 
answers or do whatever is necessary. For 
the 23 years that this organization has 
been around, their positive attitude, ability 
to laugh in the face of diversity, and see 
humor and acceptance in all aspects of 
healing, has helped thousands of people. 
NECO looks forward to a time when the 
diagnosis of celiac disease or gluten intol-
erance isn’t a burden, but a healthy and 
happy road ahead. 

It is critical.... and our mission at NECO, 
that those of us with this chronic disease 
help the next group that comes along. It 
shouldn’t take years to learn the diet. And 
it shouldn’t take 48 years to be diagnosed 
correctly. 

If you would like to share your story in 

a future edition of a magazine, send an 

email to magazine@neceliac.org with 

the subject Member’s Forum or call us 

at (617) 262-5422 or 1-888-4CELIAC.

Membership 
Chair

We are currently looking 
for a Membership Chair 
volunteer. As a member 
of the Advisory Board, the 
Membership Chair will work 
closely with our Executive 
Director, Project Manager 
and other board mem-
bers. Duties may include 
assisting with mailings 
and event registrations. 
Hours vary depending on 
events but average 6 per 
month. Some database 
and spreadsheet computer 
skills required. To apply or 
for more information, email 
info@neceliac.org or call 
(617) 262-5422.

Photo: Sarawut Alemsinsuk/Shutterstock.com
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When Tali Marcus graduated from college in the spring of 2015, she had already been di-
agnosed with celiac disease for five years. She had landed a job for the following fall, and 
she knew that the next two months would be her last summer vacation in the foreseeable 
future and she wanted it to count. 

One year earlier, Tali had lived in Australia 
for a semester, studying and meeting 
other students and travelers, mostly Euro-
peans. A good friend was from Germany, 
and another was from Spain. And so the 
plan of the classic Eurotrip slowly formu-
lated as she finished up her 
last final papers and projects 
and moved out of her dorm 
room.

“Since I had so many friends 
in Europe and this free time 
between graduation and my 
job, it seemed like the perfect 
time to go,” Tali recounted. 
“Even though finding food 
would make it a little bit more 
complicated, I knew I could 
figure it out.”

Travel Plans
She planned to travel for 
two weeks alone, starting in 
Denmark and making her way 
to Germany and then Spain. 
During her third and final 
week, her sister Laurel would 
join her in Italy. 

Through the whirlwind of graduation, 
Tali mapped out an itinerary, choosing 
cities and settling on accommodations. 
Each stage of her trip required different 
amounts of planning. Her friend in Ham-
burg, Germany stocked up on bread, jam, 

and cookies before Tali arrived. “It was a 
huge relief not to have to figure this out 
myself, especially in a country like Germa-
ny where ingredient labels meant nothing 
to me,” Tali said. 

She arranged to stay in Airbnb’s when 
she wasn’t with friends so that she would 
have access to kitchens throughout 
the trip. Otherwise, she didn’t do much 
food-related planning beforehand. “I 
didn’t print my restaurant cards for each 
country until a few minutes before I left for 

the airport!” she confided. She spent her 
time in airports and train stations between 
countries reading food blogs for her up-
coming destinations.

She had learned during a trip to Mel-
bourne the downsides of 
over-planning her daily meals. 
“Because I was so worried 
about being able to eat and 
getting to all of the recom-
mended gluten free restau-
rants, much of the trip became 
about deciding where I needed 
to be around meal times, 
rather than seeing the sites. It 
was too rigid for me, and if not 
planning as much meant I’d 
have to fall back on an emer-
gency energy bar every so 
often, that was okay.” 

Pizza and 
Pasta  
in Italy
Tali and Laurel met up in Italy 
for the last leg of the trip, the 

country Tali was most excited about 
visiting. Considering that Italy is known for 
pizza and pasta, it seems paradoxical that 
Italy is especially welcoming to the gluten 
free traveler. “Nearly every restaurant was 
able to accommodate a gluten free diet,” 
Tali gleefully recalled. 

Twenty Something Celiac:

Sister Goes to Europe
by Ilana Marcus 

Follow Ilana on Twitter @ilana_rebecca
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“I knew that Italy had a great reputation 
for understanding celiac disease, but my 
expectations were far surpassed. I always 
made sure to double check that pasta 
was cooked in separate water and pizza 
was cut with a clean pizza cutter. The 
unanimous reaction when I asked these 
questions was a look that very clearly 
asked, ‘Is this girl stupid?’ followed by a 
lecture telling me that of course precau-
tions were taken, otherwise there would 
be no point in cooking gluten free! This 
was so refreshing to hear and in such 
contrast to most dining experiences I’ve 
had in any other country.” 

Tali was especially impressed that even 
many less known or blogged-about es-
tablishments could accommodate. “Even 
restaurants that just had a small sign on 
the door advertising gluten free options 
had a thorough understanding of how 
to cook gluten free food that is safe for 
people with celiac disease.”

Surprises Along 
the Way
The trip had its surprises. In Berlin, by 
chance she walked by a Portuguese cafe 
advertising gluten free options. To her 
delight, she discovered that the owner 
was extensively aware of cross contam-
ination and the necessary precautions. 

Tali’s mom Sheryl also 
remembers Tali’s gushing 
updates fondly. “I confess I 
was thrilled when she said 
she’d found a place with 
great gluten free baked 
goods in Madrid.”

There were also some low 
points. In Barcelona, she 
was sick for an entire day, 
but Tali admitted that she 
wasn’t careful and ate 
something without check-
ing its ingredients. “Every 
time I ate something I 
felt nauseous again, so I 
didn’t eat much my entire 
time in Spain. It also made 
me hypersensitive about 
gluten.”

Even Italy had its disap-
pointments. Although the 
Italians seem to have an 
excellent grasp of gluten 
free eating, at times the 
language barrier proved to 
be a bigger problem. Tali 
and Laurel stopped at a 
gelateria where the owner told them that 
all of the flavors were gluten free. Tali then 
proceeded to taste many of them before 
realizing that several flavors did contain 
gluten. “When I found out, Laurel and I 
left the shop and I burst into tears. After 
Barcelona, I couldn’t bear the thought of 
getting sick again.”

Safe and Sound
Fortunately, Tali was spared her Spanish 
fate and made it through the rest of Italy 
safe and sound. She ate gelato nearly 
twice a day and even more pesto. 

In Italy, gluten free food is officially the 
medicine of celiac disease, so pharmacies 
carry gluten free cookies and breads. Tali 
eventually drove Laurel nuts by sneaking 
into every pharmacy they passed to in-
vestigate the gluten free food they carried 

and demanding gelato stops at the end of 
every meal. Fortunately, Laurel was an ac-
commodating travel partner and humored 
Tali’s frequent meandering.

They returned bearing gift jars of pesto, 
watercolors of the Vatican and canals of 
Venice, and lessons learned on how to 
backpack with celiac disease. “I’m so 
happy I went. I became a more confident 
traveler, in terms of food and otherwise,” 
Tali said.

As far as things she’d do differently next 
time, she added, “I would read the food 
blogs earlier so that I could make sure 
to go to the very highly recommended 
restaurants. There were a few places I 
missed that I could have gotten to with 
a little more planning.” She isn’t worried 
though, because when asked if she plans 
on returning to Europe, Tali responded 
with no hesitation, “Definitely.”



Gluten Free New England Magazine | Autumn 2015

26 www.neceliac.org

Snacks, snacks, everywhere! It seems like every occasion is calling for snack 
time – work, school, sports, play dates. But there is a right time, place and 
foods to snack on. This back to school season, rethink your family’s snacking 
habits. Is snacking tied to emotions or events?  Are snacks typically high- 
calorie, sugary and salty? 

Smart snacking means choosing healthy 

foods to eat between meals when 
physically hungry. Everyone experiences 
hunger differently – a growling belly, low 
energy, feeling empty or dizziness.  The 
right time to snack is during long stretch-
es between meals. For most adults and 
school-aged kids this happens between 
lunch and dinner. 

Think of snacks as mini-meals, ranging 
from 100-200 calories, depending on age 
and activity level. Snacks containing two 
food groups tend to promote satiety bet-
ter than just one (for example – an apple 
with peanut butter versus just an apple). 
This is because a variety of nutrients like 
fiber, protein, healthy fats, take longer to 
digest. 

Snacking Tips
Create a list of kid and adult-friendly 
snack options and post it in the kitchen. 
You might also designate a “snack spot” 
in the pantry and refrigerator with grab-
and-go options. To minimize morning 
stress, let kids select and prepare their 
snacks the night before. For at home 
snacks, encourage kids to use a plate 
and sit at a table. Limit behaviors that 
might interfere with their fullness cues like 
eating directly out of the box or watching 
television.  Offer water as a beverage with 
snacks and if dairy is missing in their day, 
milk or dairy-free alternatives are also 

good choices.

Mix up traditional snacks with some fun 
flare – sometimes it is all in the  

presentation!

• Portion snacks in mini mason jars, 
decorative muffin tins or cupcake 
liners

• Grab a pack of festive straws, colorful 
napkins and stickers 

• Use GF pretzel sticks for instant 
finger food

• Change shapes of  fruit, cheese and 
bread using cookie cutters 

Snacks are the perfect opportunity to 
fulfill a gap in the day for foods that may 
have been missing at meal time. Forgot 
to include veggies at breakfast? Snack on 
cucumber slices and hummus. Skip the 
vending machine and try these snacks that 
won’t end up being trashed or traded.

Pick a snack from the food group that is 
missing in your day!

Fruit 
• Sliced grapes + string cheese

• Plain Greek yogurt + chopped straw-
berries 

• Any nut or seed + dried fruit (best 
picks - raisins, apricots, dates, plums)

• Apple Chips (see recipe on page 27) 
+ natural nut butter

Veggie 

• Guacamole + baby carrots

• Celery + peanut butter

• Hard-boiled egg + bell pepper slices

• Freeze-dried edamame 

• Kids Love Tex Mex Dip (see recipe on 
page 27) + sugar snap peas 

Whole Grain 
• Popcorn + unshelled pistachios

• GF tortilla chips + salsa

• GF Pretzel sticks + cheese cubes

• GF cereal + pumpkin seeds 

Julie Hersey, MS, RD, LDN is the nutri-

tionist 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. 

Noshing Nibbles for

Back to School
by Julie Hersey, MS, RD, LDN

Stop & Shop Nutritionist

Photo: kimmingkit/Shutterstock.com
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Apple Chips
prep time: 10 mins

cook time: 2 hours 30 mins

ready in: 2 hours 40 mins

serves: 1

per serving: 101 calories

Give your kids a nutritious alternative to fried potato chips with 
these simple baked apple chips. Use a mandolin to slice the 
apples thinly, top with a little cinnamon and then bake at a low 
temperature until crisp.

ingredients

1 apple
1 tsp ground cinnamon

steps

1. Preheat oven to 250F. Wash apple. Slice thin on a mandolin 
grated or box grater. No need to remove seeds – they will fall 
out. Spread parchment paper on a baking sheet with sides. 
Lay out apple slices in a single layer on the baking sheet. 
Sprinkle with cinnamon. Bake for 2 1/2 hours. Let cool and 
enjoy!

per serving: 101 calories, 0g fat, 0g saturated fat, 0mg cholesterol, 2mg sodi-
um, 27g carbohydrate, 6g fiber, 19g sugars, 1g protein

Kids Love Tex-Mex Dip
prep time: 15 mins

ready in: 15 mins

serves: 3

per serving: 116 calories

Your kids are sure to love the taste of this simple, vegan  
Tex-Mex dip. You’re sure to love how easy to make and high 
in protein it is. Serve with tortilla chips or cut up veggies for a 
nutritious snack anytime.

ingredients

1 cup canned pinto beans, drained and rinsed with water
1/2 cup salsa
1/4 cup nonfat Greek yogurt (0% fat)

steps

1. Serve with fresh vegetables or baked corn chips, or use as a 
high protein spread on sandwiches.

2. Blend all ingredients in a food processor until smooth.

per serving: 116 calories, 1g fat, 0g saturated fat, 1mg cholesterol, 499mg 
sodium, 20g carbohydrate, 5g fiber, 3g sugars, 8g protein

Photo: tab62/Shutterstock.com

Always check that every 
ingredient you use is gluten 
free.
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Six Reasons to 
Test for Celiac Disease

Before Starting a Gluten Free Diet
by Amy Burkhart, RD, MD

WHY do you need to test for celiac disease?

WHY not just start a gluten-free diet?

WHY test if you are going to follow the diet anyway?

WHY does it matter?

A couple of years ago I wrote an article 
about the need to test for celiac disease 
before initiating a gluten-free diet. I’ve had 
very positive feedback from it and many 
notes of appreciation for clarifying the 
reasons why testing is necessary. Recently, 
however, I have been contacted by several 
people who are still being told by their phy-
sicians to initiate a gluten-free diet without 
testing first for celiac disease. This is such 
an important topic to me that I decided to 
update the article and further clarify the 
reasons why testing is necessary. I also 
wanted to discuss what may be in the 
future for people who have already initiated 
a gluten free diet.

I hope that the following six points clarify 
why appropriate testing for celiac disease 
is important before starting yourself or 
your child on a gluten-free diet. I cannot 
stress enough the importance of testing 
for celiac disease. The screening is simple 
and inexpensive. The cost of not testing is 
much greater.

YOU ACTUALLY 
HAVE CELIAC  
DISEASE

If you have celiac disease and stop eating 
gluten, what happens? You feel better! 
If you have non-celiac gluten sensitivity 
(NCGS) and stop eating gluten, what 

happens? You feel better! You can’t tell 
the difference between these two entities 
without testing. If you eliminate gluten 
before testing for celiac disease the celiac 
test results are invalid.

It is important to understand that celi-
ac disease and NCGS are two different 
things. There is still a lot to be understood 
about NCGS but what is known is that 
it is not the same mechanism as celiac 
disease. NCGS may actually be more of an 
umbrella term for several different condi-
tions such as ATI intolerance, FODMAP 
intolerance and reactions to other com-
ponents of wheat. The celiac tests can’t 
diagnose NCGS, and the biopsy doesn’t 
show it. They are not the same disease. 
The diagnostic process is different and the 
treatments may be different.

YOU HAVE NON- 
CELIAC GLUTEN 
SENSITIVITY

Non-celiac gluten sensitivity (NCGS) is real. 
Some people get very sick from eating 
gluten and they don’t have celiac disease. 
There is currently no scientifically proven 
way to diagnose NCGS with a lab test. 
NCGS can only be diagnosed through 
an elimination diet. You must first test for 
celiac disease. If the results are negative, 
you can eliminate all gluten from your diet, 

including sources of cross-contamination. 
If a gluten-free diet resolves your symp-
toms, you and your doctor may conclude 
you have non-celiac gluten sensitivity.

You must then determine the reason for 
the NCGS. Do you need a low FODMAP 
diet? A wheat-free diet?  You may not 
need a strict gluten-free diet. You may not 
have to worry about cross contamination. 
If the problem is a FODMAP intolerance, 
the diet is very different and cross con-
tamination is not usually an issue. If you 
start with a strict gluten-free diet without 
testing, you are doing yourself a disservice. 

1

2
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The long-term dietary implications may be 
similar or vastly different for celiac disease 
and NCGS.

Having a celiac test is the first step in 
appropriately diagnosing NCGS.

YOU LOVE YOUR 
CHILDREN
Celiac disease is genetic

If you have celiac disease, there is a 
chance your children have it, or will devel-
op it later. If you have celiac disease, but 
do not get it diagnosed and assume it is 
non-celiac gluten sensitivity, your whole 
family can be impacted by this choice.

The family needs to know

It is recommended that all first-degree rela-
tives (siblings, children, parents) of anyone 
diagnosed with celiac disease should be 
screened for it, whether or not they are 
aware of any symptoms. Symptomatic 
second-degree relatives (aunts, uncles, 
cousins, nieces and nephews) should also 
be screened. At times, health care provid-
ers are not aware of the need to test family 
members. If you are diagnosed with celiac 
disease and family testing is not recom-
mended, take the initiative and ask for your 
family to be tested.

A red flag for the doctors

 Children with celiac disease may have 
symptoms such as poor growth, behavior 
problems, headaches, or dozens of other 
possible symptoms.  Or, they may not 
have the classic celiac profile that leads 
most doctors to consider celiac disease. 
If you have a formal diagnosis of celiac 
disease yourself, it should prompt the 
pediatrician to test your child for celiac 
disease as a possible cause of your child’s 

symptoms. If the doctor doesn’t suggest 
testing, you can request it.

If you have started yourself on a glu-
ten-free diet without testing, you have put 
yourself in the non-celiac gluten sensitivity 
category. Some people, including some 
physicians, unfortunately consider gluten 
sensitivity a fad. Your child’s doctor may be 
less inclined to test your child if you do not 
have a formal diagnosis.

Silent celiac disease

Even if your kids do not appear to have 
symptoms, they could have silent (asymp-
tomatic) celiac disease. People with silent 
celiac disease are not aware of any symp-
toms, but damage is being done internally. 
The key to long-term health with celiac 
disease is early diagnosis and treatment. If 
you don’t test yourself for your own sake, 
do it for your children’s sake.

YOU NEED TO 
KNOW HOW  
CAREFUL TO BE

Will a shared cooking surface make 
you ill?

It only takes one speck of gluten to make 
a celiac patient sick. Shared cooking 
surfaces, fryers, and cutting boards are 
enough to cause illness. Whether celiac 
patients exhibit symptoms or not, damage 
is happening if cross contamination oc-
curs. People with celiac disease must pay 
close attention to this risk. We don’t know 
how careful non-celiac gluten sensitivity 
patients need to be. In my experience, 
most gluten-sensitive patients need not 
be as careful as celiac patients. If FOD-
MAP intolerance is the cause of NCGS, 
small amounts of gluten or wheat do not 

typically trigger a reaction. At times, cross 
contamination does cause illness with 
NCGS, but in most cases it does not.  Sci-
entifically speaking, we don’t know what 
level of concern for cross contamination is 
needed in NCGS, but at present it appears 
not to be the small quantities that affect 
celiac patients. This is significant, especial-
ly in the social arena. Situations such as 
dining out, parties and college dormitory 
living would be approached differently.

Know your risk by getting diagnosed

What if you have celiac disease, but are 
not aware of it? Perhaps you think you 
are “just gluten sensitive” so you have 
a little here and there or are less careful 
about cross contamination. Would these 
small amounts of gluten put you at risk for 
complications? If you have celiac disease, 
the answer is yes. Even if you do not have 
external symptoms from small amounts of 
gluten — some do not — the damage is 
happening and the increased health risks 
are stacking up.

YOU WANT TO SAVE 
MONEY
Save by getting a valid test

Insurance is more likely to pay for valid ce-
liac testing than scientifically unproven glu-
ten sensitivity testing. Save your health and 
your money by knowing the difference. Val-
id screening tests for adults are the blood 
tests tTG-IgA (tissue transglutaminase) 
and total serum IgA, done together. There 
currently is no scientific data supporting 
stool testing or gluten sensitivity testing. 
If an online lab is promising to diagnose 
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continued on page 30

What is ATI intolerance?
Amylase-trypsin inhibitors, or ATIs, are 
proteins in wheat which as act as nat-
ural pesticides. In a patient with ATI 
intolerance, ATIs may trigger an immune 
response in non-celiacs similar to one 
caused by gluten. ATIs may be import-
ant for researchers to learn more about 
non-celiac gluten sensitivity.
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gluten sensitivity, the test it is offering is not 
recommended as valid or medically useful 
by celiac experts such as Dr. Peter Green, 
Dr. Stefano Guandalini or Dr. Alessio Fasa-
no, and it is unlikely to be reimbursed by 
insurance. Do the appropriate, valid celiac 
testing before starting a gluten-free diet and 
skip the “scientific-looking” lab websites 
offering unvalidated tests. If you have ruled 
out celiac disease, you can then eliminate 
gluten from your diet for free.

Save on health care

Health care is expensive. Wouldn’t you like 
to get more of it reimbursed? Insurance is 
more likely to pay for the portion of your 
health care related to celiac disease if you 
have a formal diagnosis.

Don’t buy gluten-free food if it’s  
unnecessary

Gluten-free food is expensive. I have seen 
many patients in my office on a gluten-free 
diet because someone told them to start it 
for whatever their particular ailment is. They 
haven’t noticed any changes in their health, 
yet they continue to follow the diet. Do they 
need to? If we rule out celiac disease, and 
they don’t have symptoms of gluten sensi-
tivity, going back to a balanced gluten-con-
taining whole food diet may be a huge help 
to their budget.

YOU DESERVE  
ACCOMMODATIONS
Diagnosis is necessary for 

ADA accommodation

Following student complaints and a 
three-year investigation, the Department 
of Justice and Lesley University reached a 
settlement agreement in 2012 that Les-
ley University would fully accommodate 
students with celiac disease and food 
allergies in their dining services. As a result, 
all schools are under legal pressure to 
accommodate documented food allergies 
and celiac disease in dormitories and cafe-
terias. The Department of Justice indicated 
that celiac disease and food allergies may 

constitute disabilities under the Americans 
with Disabilities Act. In order to obtain 
ADA accommodations, students generally 
need signed documentation by a licensed 
physician stating they have celiac disease 
or food allergies.

Test children while you can

If your child has celiac disease, but no diag-
nosis, it is unlikely they will be eligible to re-
ceive accommodations. College may seem 
far away to those of us with babies and 
young children, but can you imagine any 
teen wanting to undertake a three-month 
“gluten challenge” that makes them very 
ill in order to be tested for celiac disease? 
You can’t test for celiac disease if you have 
eliminated gluten before testing, unless you 
do a gluten challenge.

Gluten sensitivity not mentioned

There is currently no reference to gluten 
sensitivity being covered by the Americans 
with Disabilities Act. Unfortunately, NCGS 
may not be accommodated as widely as 
celiac disease until there is a formal defini-
tion and accepted diagnostic test.

IF YOU HAVE STARTED A 
GLUTEN-FREE DIET WITH-
OUT TESTING
Most people who have noticed improved 
health on a glu-
ten-free diet are 
unwilling to reintro-
duce gluten for the 
purpose of celiac 
disease testing. The 
genetic screen for 
celiac disease, which 
can be done regard-
less of diet, can be 
used to eliminate the 
possibility of celiac 
disease; a negative 
result means you 
don’t have the genes 
for celiac disease. 
No gene means no 
celiac disease, ever. 
Unfortunately, the 
genetic test cannot 
diagnose celiac dis-

ease because many people carry the genes 
but will never have celiac disease (about 
a third of the population). A reintroduction 
of gluten is necessary to diagnose celiac 
disease. There is disagreement in how 
long gluten reintroduction needs to be for 
testing.  It can be as long as three months. 
Tests are currently under investigation to 
allow for a shorter gluten challenge period. 
This may make diagnosis of celiac disease 
after initiation of a gluten-free diet much 
more feasible.

I hope I have convinced you to get celiac 
disease testing before starting a gluten-free 
diet or putting your child on one. It really 
is simple and inexpensive to do so. If you 
eliminate gluten before testing, it becomes 
very difficult to get an accurate diagnosis 
and in the long run may affect your pocket-
book, your health and your family’s health.

Amy Burkhart, MD, RD, is a board-cer-
tified emergency medicine physician and 
registered dietitian. She also trained in 

integrative medicine with Dr. Andrew Weil at 

the University of Arizona Center for Inte-

grative Medicine. Her practice is located in 

Napa, CA.

This article was originally published by the 

Celiac Community Foundation of Northern 

California and re-printed with permission.

It is easier than ever to find gluten-free snacks that are delicious and 
nutritious. Simplify your  
shopping at Stop & Shop  
with the gluten free shelf tag  
next to the price  
on gluten free labeled  
items throughout the  
entire store. 

Email Stop & Shop  
Nutritionist Julie Hersey  
for a coupon good for $1  
off Nature’s Promise  
Natural Gluten Free Pasta.  
Email Julie.hersey@stopandshop.com, subject: Gluten Free and  
be sure to include your complete mailing address. 

6

Six Reasons to Test for Celiac 
Disease 
continued from page 29
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by Kimberly Buckton

Medical &
NEWS

Science

Treating celiac dis-
ease with egg yolks

In July 2015, researchers at the University 
of Alberta in Canada announced that they 
have developed a natural supplement de-
rived from the yolks of chicken eggs that 
prevents the absorption of gliadin and 
may enable people with celiac disease or 
gluten intolerance to eat gluten. 

“This supplement binds with gluten in the 
stomach and help to neutralize it, there-
fore providing defence to the small intes-
tine, limiting the damage gliadin causes,” 
said researcher Hoon Sunwoo. Sunwoo, 
an associate professor in the Faculty of 
Pharmacy and Pharmaceutical Sciences, 
worked with Jeong Sim, a retired profes-
sor from the Faculty of Agricultural, Life 
& Environmental Sciences to develop the 
supplement.

Sunwoo and Sim have partnered with 
IGY Inc and Vetanda Group to bring the 
supplement to market. The supplement 

has been tested on mice and found to be 
effective. The next step, an efficacy trial, 
should happen within a year. Sunwoo 
stated, “This is not treating the celiac 
disease or curing celiac disease. It’s just 
to try to help them improve their quality 
of life so when they want to socialize with 
peers or friends,”

Scientific treatments 
for celiac disease
While the only treatment for celiac disease 
is a gluten free diet, several companies 
are working on new treatments. Here is 
an update on those:

Alvine Pharmaceuticals, located in 
San Carlos, CA is working on ALV003, a 
mixture of two gluten-specific proteases 

engineered to degrade gluten. ALV003 
will be administered as an adjunct to an 
attempted gluten-free diet for the poten-
tial treatment of celiac disease. Alvine has 
completed two separate ALV003 phase I 
studies that enrolled both healthy vol-
unteers and people with celiac disease.  
Alvine conducted a phase IIa study in 
Finland where ALV003 was administered 
daily for 6 weeks to celiac patients, well 
controlled and following a gluten free diet. 
A large phase IIb study is now taking 
place. The phase IIb study is a dou-
ble-blind placebo-controlled,  
randomized, dose-ranging study. Visit 
www.alvinepharma.com for more  
information about ALV003.

Alba Therapeutics, based in Balti-
more, MD, is working on larazotide ace-
tate to treat celiacs who have continued 
symptoms despite following a gluten free 
diet. Larazotide acetate is an oral peptide 
that helps to tighten junctions in the body 
and prevent gluten from getting into the 
intestine.  A phase IIb trial of larazotide 
acetate was completed last year and a 
phase III trial is being planned right now. 
Alba hopes that larazotide acetate can 
help celiacs with refractory celiac disease 
or recurring symptoms despite following 
a gluten free diet as well as to prevent 
symptoms from accidental ingestion of 
gluten. For more information about laraz-
otide acetate, visit www.albatherapeutics.
com.

Bioline RX, based in Israel, is working 
on BL-7010, which is a large, non-ab-
sorbable polymer that prevents the 
degradation of gliadin. When gliadin is 

continued on page 32
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Medical & Science News 
continued from page 31

not broken down, there is no immune 
response to gluten. A phase I / II study 
has been completed and a randomized, 
placebo-controlled efficacy study is being 
planned. Visit http://www.biolinerx.com/ 
for more information about BL-7010.

Celimmune, based in Lebanon, NJ, is 
developing AMG 714 to treat non-dietary 
responsive celiac disease and refractory 
celiac disease type II. Celimmune licensed 
AMG 714 from Amgen. Researchers at 
Celimmune believe that Interleukin 15 
(IL-15) is a central regulator of celiac 
disease and a driver of lymphoma growth 
in refractory celiac disease Type II (RCD-
II). AMG 714 may also help treat Crohn’s 
disease and other autoimmune disease. 
Visit www.celimmune.com for more infor-
mation about AMG 714.

ImmusanT, based in Cambridge, MA, 
is developing a therapeutic vaccine called 
Nexvax2. 90% of people with celiac 
disease have the HLA-DQ2 gene. The 
Nexvax2 vaccine targets gluten specific T 
cells and reprograms them so they stop 
responding defensively to gluten. Boost-
er shots would be required for periodic 

reinforcement. Designed to improve the 
health and quality of life for celiacs, the 
Nexvax2 vaccine may also be used for a 
variety of other autoimmune diseases in-
cluding Type 1 Diabetes. Phase Ib studies 
of Nexvax2 have been completed, and a 
phase IIa study is expected to begin late 
in 2015. Visit www.immusant.com for 
more information about Nexvax2. 

Gluten Sensor
6Sensor Labs, based in San Francisco, 
now has a prototype of a portable gluten 
sensor called Nima. Nima can be used to 
test food before you eat it and will be es-
pecially useful when dining out. 6Sensor 
Labs co-founder Shireen Taleghani Yates 
has an MBA from MIT Sloan. Shireen has 
followed a gluten-free diet since being 
diagnosed with celiac disease eight years 
ago but constantly worries about the risks 
of dining out. Co-founder Scott Sundvor 
has a BS from MIT in Mechanical Engi-
neering and follows a gluten free diet to 
help control ulcerative colitis.

6Sensor Labs recommends calling a 
restaurant in advance and asking if you 
can test samples of food before ordering. 
Rather than discretely testing, 6Sensor 
Labs recommends that you let the wait-

staff know you are using a sensor to test 
for gluten. It takes the Nima sensor about 
2 minutes to test a sample for gluten.

The Nima sensor will work on solid foods 
or liquids such as sauces, soups and 
drinks but not on fermented food or 
drinks such as beer or wine, and tests to 
20 parts per million. 6Sensor Labs devel-
oped a custom antibody against gluten, 
and the Nima sensor gluten detection 
is based on an immunoassay using that 
antibody.

The Nima sensor will cost under $150 
and will use disposable test cartridges or 
pods. The sensor will integrate with mo-
bile phones, enabling users to record and 
share their findings. 6Sensor Labs plans 
to create a map of gluten free food items 
and restaurants. 6Sensor Labs aims to 
detect the top 8 allergens identified by the 
FDA including eggs, fish, milk, peanuts, 
shellfish, soybeans, treenuts and wheat, 
and they are already working on milk and 
peanuts.

Visit www.nimasensor.com for more infor-
mation or to join the waitlist for the Nima 
portable allergen sensor, due out later 
in 2015. Visit www.6Sensorlabs.com to 
watch a video about the science behind 
the allergen sensor.
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Bringing  
Up 

Mommy
by Margie Sweeney

TGIF?

It is 8:07am on a Friday 
morning. My children hurried-
ly run out the door, flinging 
their backpacks over their 
shoulders and heading off to 
school while I am left scratch-
ing my head in wonderment. 
I look around my kitchen, 
surveying the carnage left 
behind from the whirl wind of 
morning food prep of break-
fast and lunch for my food 
challenged children. 

While Friday takes a bit more time to pre-
pare and requires an earlier alarm setting, 
I have the added benefit of the ritualistic 
Friday lunch meal already mapped out, re-
lieving the small stress of figuring out what 
the heck to make my children. A meal that 
would pass my requirements for healthy, 
my childrens’ demand for tasty, all the 
while concomitantly avoiding the age ap-
propriate inquires and lunch heckling that I 
have been told by my children to have on 
occasion accompanied their lunches. 

You see, Friday is pizza day throughout the 
school district, and my children at this point 
in their lives love to be a part of pizza Fri-
days. They have discovered a great tasting, 
gluten free pizza crust and dairy/soy free 
cheese alternative that tastes and looks like 
real cheese, and they bring their own pizza 
to school on Fridays.

Do It and Then Do It Again
The movie Groundhog Day briefly creeps 
into my thoughts with the expected, repet-
itive and let’s face it, mundane morning rit-
uals (in this case, of preparing and cleaning 
up the days meals) and I brush it aside to 
devise a plan for clean up – procrastination. 
I decide to hold off until my children return 
from school only to create yet another 
small kitchen disaster requiring relief work 
and then and only then will I clean up the 
day’s remains. 

While I delay the clean up efforts much like 
that witnessed during hurricane Katrina, 
I can’t however defer the thoughts and 
plans for the up and coming meals that I 
must continue to provide for my family and 
myself, catering to various food allergies 
and intolerances, medical conditions (I 
have had Type 1 Diabetes for 29 years and 
my husband has lymphocytic colitis) and 
the typical finicky, kiddy and adult taste 
buds alike. I decide on a fresh meal for 
dinner as my husband has snubbed left-
overs until my pregnancy related stints with 
bed rest; a habit he became accustomed 
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to while living with his parents when he 
worked and attended graduate school.

Time to Plan
I check the time and realize I must eat my 
breakfast in order to accomplish some 
amount of food absorption prior to working 
out so I can hopefully avoid a hypoglyce-
mic event (low blood glucose level) as well 
as an embarrassing food overflow incident. 
I then evaluate my cupboard and refriger-
ator status, plan on which one of six food 
establishments I will be visiting in order to 
complete my meal and provide the neces-
sary food allergy/intolerant foods. 

I plan the day as to where I will be in rela-
tion to the timing of my lunch and available 
food. This trip may be a close call between 
the work out and the trip to the store so I 
remember to check my purse for my stash 
of emergency food intolerant snacks, a 
dairy/gluten/soy free nutrition bar and 

Skittles, in case of hypoglycemia, and I am 
finally able to leave the house. 

After a bit of attention to the house, the 
kids return following play dates/homework/
rides to various activities and my thoughts 
return to dinner. 

Each day after dinner and cleanup, I look at 
the lunch calendar (during the school week) 
for the following day and am relieved with 
the rare occasion of an allergen friendly 
lunch offering. This daily account doesn’t 
factor in the many holidays, birthday parties 
and school events that must be provided 
for, usually requiring a pizza alternative and/
or cupcake. 

As you can see, and as many of you can 
identify with, this food thing, on a good 
day, can be exhausting. So at the end of 
the day, I breathe a small sigh of relief, pat 
myself on the back for a job well done, set 
the alarm clock to wake and fall asleep 

knowing I will do this over again the follow-
ing day. 

“Bringing Up 
Mommy” is 
a new series 
currently being 
featured in the 
Gluten Free New 

England maga-
zine highlighting 
the struggles, 
musings and ac-
complishments 

of us individuals, moms, parents, and 
friends who deal with food intolerances and 
allergies, medical conditions and well, life.  
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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 cancella-
tion notices. Email any questions to info@neceliac.org.

Third Wednesday of the month, 10 – 11:30 a.m.
Contact: Marge Rogers  508-653-5465 
mwrogers67@aol.com

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

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

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

Smithfield, RI (Dave’s Marketplace at Smithfield 
Crossing, 371 Putnam Pike)
Third Wednesday of the month,  
7:00 – 8:00 p.m.
Contact: Bob Cook neco.semari@gmail.com

South Attleboro (Market Basket,  
1200 Newport Avenue)
Second Tuesday of the month,  
7:00 – 8:00 p.m.
Contact: Liz Duschang eduschang@verizon.net

South Shore (Roche Bros. 101 Falls Blvd.)
Fourth Tuesday of the month, 7:00-8:00pm
Contact: Ellin Smith  
ellinsmith@yahoo.com 781-254-4459

Westborough (Conference Room at Roche  
Brothers, 1100 Union Street Bay State Commons)
Second Thursday of the month,  
6:30 – 7:30 p.m.
Contact: Mary Sevon msevon@verizon.net or 
Tammy Wyatt TWyatt@elevationbrands.com

Augusta, ME (Alfond Center for Health,  
Maine General Medical Center,  
35 Medical Center Pkwy.)
Third Tuesday of the month,  
6:00 – 7:30 p.m.
Contact: Beth Berry berry_beth@hotmail.com or
Kim DeMerchant kim.demerchant@mainegeneral.org or
Kathy Duncklee oceanpoint26@yahoo.com

Boston (Small Café, Whole Foods Market, 181 
Cambridge St.)
Second Wednesday of the month,  
7:00 – 8:00 p.m.
Contact: Charlotte Thibodeau cha@thib.net

Chicopee (QC Room at Big Y, 650 Memorial Drive)
First Tuesday of the month,  
6:00 – 7:00 p.m.
Contact: CarrieTaylor  
taylor@bigy.com

East Greenwich, RI (Dave’s Marketplace,  
1000 Division St.)
Third Tuesday of the month, 7:00 – 8:00 p.m.
Contact: Bob Cook  
neco.semari@gmail.com

Fall River (Duke’s Bakery and Variety,  
162 Columbia St.)
Second Wednesday of the month,  
7:00 – 8:00 p.m.
Contact: Bob Cook neco.semari@gmail.com

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

Natick (Study Room 1A, Morse Institute Library,  
14 East Central St.)

NEW!

NEW!

NEW!

NEW!

Upcoming Events
Autumn Workshop Meeting:  
Going Gluten Free:  
Off to a Fresh Start!

This workshop will be held 
in Rhode Island in November. 
Stay tuned for date and  
location. 

This workshop will be held in Rhode 
Island in November. Watch our  
website for date and location. Regis-
tration will open at www.neceliac.org 
on October 1 or by emailing  
rsvp@neceliac.org or by calling  
617-262-5422.

NECO Board Meetings 

Are you interested in getting more in-
volved or attending an Advisory Board 
meeting as a guest? Join us for a 
spirited and insightful evening meeting 
to see how NECO works. Anyone is 
welcome to attend! Upcoming meet-
ings are scheduled for September 28 
and November 16 at 7:30 p.m. Email 
info@neceliac.org if you are interested 
in attending one of these meetings or 
would like more information.

Do you shop at Amazon? 

Visit smile.amazon.com and select 
New England Celiac Organization as 
your preferred charity. Amazon Smile 
is the same Amazon you already shop at 
with the same products and same prices 
but 0.5% of each eligible purchase will 
donated to NECO. By shopping on 
Amazon Smile, you can help NECO with 
our mission to educate and advocate 
for individuals with celiac disease and 
non-celiac gluten sensitivities, their fam-
ilies, and communities throughout New 
England. Thank you!

NEW!


