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DISCLAIMER 

 
        Information and dietary recommendations are 
         intended for the benefit of our members and 
     other interested parties. Individuals should consult 
       with their physician before following any medical 

      or dietary recommendations. 
        No liability is implied by -- or assumed for – the 
                  use of information contained herein. 
 

 
MISSION STATEMENT - CSGMV 

The CSGMV organizes to provide support to 
the diagnosed person (and family) with 
Celiac Disease and Dermatitis Herpetiformis 
in the form of current information, available 
resources, and dietary management on an 
initial and continuing basis.  Further, to 
serve as a resource for the general 
community and medical professionals by 
providing up-to-date information related to 
the management of Celiac Disease. 

Adopted 1/2000 
   Revised  5/2002 

 

 
MEETING 

SCHEDULE-@10:00 AM 
 
June          15,         2002 
July            20,         2002 
August       17,         2002 
September  21,         2002 
 

*October 19,       2002* 
“Annual Event” 

 
November   16,         2002 
December   21,         2002 
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NEW   NEWS!! 
 

On April 6th Eileen Kinsella, Pam Fahy 
& Eleanor Wallace presented a program on 
Celiac Disease & CSGMV to the Society of 

Gastroenterology Nurses & Associates, Inc. – 
held at the  

Radisson Hotel in Utica. 
We met many great people, and thoroughly 

appreciated & enjoyed yet another opportunity 
to “spread the word”. 

There were approximately 100 people 
attending, from throughout the Northeastern 
US – Connecticut, Rhode Island, New Jersey - 
as well as local people from our local hospitals 

and GI practicing MDs. They had numerous 
questions, which we tried to answer. 

Feedback was very positive – they “learned a 
LOT about CD” from our program!! 

CSGMV is grateful for their generous hospitality, 
and including us in their “event”.   A great 

surprise was an Ener-G table in the vendors’ 
area - filled with Gluten Free products!! 

********************************* 
******************************** 

 
from “Lancet”  March 16, 2002 

 
New antibody test shows promise – highly 

accurate in detecting in 10 minutes 
results for BOTH IgA and IgG antibodies 

for transglutaminase – this prevents 
misdiagnosis of patients with a deficiency 
of IgA – a frequent trait of Celiac Disease. 

 
 

 
 
 

from the New England Journal of 
Medicine 

(excerpted Vol. 346 No. 3 Jan. 17, 
2002) 

‘Atypical Celiac Sprue – is usually seen in 
older children or adolescents, who often 
have no overt features of malabsorption.  In 

addition to recurrent abdominal pain, 
hypertransaminasemia, recurrent aphthous 
stomatitis, arthralgia, AND defects in dental 

enamel, children may have behavioral 
disturbances such as depression, may be 

irritable, and may perform poorly in school.’ 
‘Adults – many present with episodic or 
nocturnal diarrhea, flatulence, and weight 

loss. Abdominal discomfort and bloating are 
common and often lead to a mistaken 
diagnosis of irritable bowel syndrome. 

Malaise and lassitude are also common, 
even when anemia is absent.  

Approximately 50% of adult patients do 
NOT have clinically significant diarrhea.  
Iron-deficiency anemia is now the most 

common clinical presentation in adults with 
celiac sprue.’ 

excerpted from article by  
 Dr. Joseph Murray 

‘There is a “relationship” between Celiac 
Disease and several other autoimmune-

related illnesses. “Relationship” means two 
diseases MAY occur together in the same 
individual because of genetic similarities. 

Having Celiac Disease does NOT mean you 
will develop another autoimmune problem. 
It just means that your risk of getting one is 
somewhat higher than it is for those who do 

not have an immune-related disorder. 
Usually an autoimmune disease is 
diagnosed BEFORE Celiac Disease.’ 

PRODUCT(S) NEWS 
 
Che’be’ Bread  -        1-800-217-9510 
ElPeto Products  -  1-800-387-4064 
Frito Lay HOT-LINE - 1-800-352-4477 
Glutano (@Gluten-Free Pantry)  - 
 1-800-291-8386 
 
check your local grocer’s’ frozen foods for     

Van’s Waffles – (but make sure it says 
Gluten-Free)… 

<><><><><><><><><><><><><><> 
Be aware --- (a correction/addendum 
to  
 the last newsletter 
information) 
MALTODEXTRIN used in vitamin/mineral/ 
medication preparations may NOT be OK.. 
but in food products should be G-F!! 
 This information is clarified through 
Sally Seeley (CNYCSG) per Wendy Wark’s 
“Living Healthy With Celiac Disease” – 
 a 2-part book – part 1 is ‘Getting Started’ 
& part 2 is ‘Recipe Box’.  

You might want to check this book out 
at your local library.  Our deepest “thanx” to 
Sally for “keeping us on our toes!” 

<><><><><><><><><><><><><> 
Remember –  

• Ask your doctor to WRITE 
“Gluten-Free” on ALL 
prescriptions. 

• Ask your pharmacist (it is their 
responsibility) to CHECK on this 
fact. 
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• Call “800” numbers on “over-
the-counter” medicines. 

• Look for “gluten-free” on vitamin 
and other labels!! 

<><><><><><><><><><<><><> 
Know of someone in our group who is 

ill? Or – has had a death in the 
family?? 

PLEASE let Karen Mierzwa know – 
you can reach her at 724-8347  OR  

mierzwa@attglobal.net 
<><><><><><><><><><><> 

 
Recipe for DELICIOUS Chocolate Cake: 
 
1 ¾ C. G-F flour mix   }   
1 ½ t. baking soda  }  
1 ½ t. baking powder  }Sift together.  
1 t. salt    }   
1 ½ t. Xanthan gum  }   
2 C. sugar 
¾ C. G-F baking cocoa 
2 t. vanilla 
1 C. milk 
2 eggs 
½ C. vegetable oil 
1 C. boiling water 
  
 Combine dry ingredients in large 
mixing bowl.  Add eggs, milk, oil and vanilla.  
Stir in boiling water.  Batter will be thin.   
Pour into greased & floured 13” x 9” x 2” pan. 
 Bake for 35-40 min. in 350 degree 
oven, or until cake tester comes out clean.     
Cool. 
Frost – OR dust with confectioner’s powdered 
sugar.  OR top with whipped cream!!!
 ENJOY……… 

************************************
*** 
 
 
TOP’S in East Utica – from Amy Elinskas 
(thank you!) 
 has Rice Flour and Potato 
Starch available… Check it out……….. 
******************************** 
HAWAIIAN SALAD: 
 (from Helen Garlock) 
1 C. rice (cooked; rinsed in cold water; 
drain well)  
1 lg. Can crushed pineapple 
1/3 C. sugar    
1 lg. Can mandarin oranges  

(OR 3 fresh oranges)                            
1 egg     
1 T. G-F flour (OR cornstarch)  
1 jar maraschino cherries 
dash of salt    
5-6 oz. CoolWhip 
add slivered almonds 
 
Drain juices from fruit – and save. 
Mix fruit juices with sugar, egg, flour, 
salt – and cook until mixture comes to 
a boil. 
Pour juice mixture (will be rather thin) 
over rice – AND cool overnight. 
Mix CoolWhip, fruit, and rice before 
serving. 
May add a little orange juice - OR more 
CoolWhip to get the texture you prefer. 
******************************** 

Ensure SupplementEnsure SupplementEnsure SupplementEnsure Supplement Information:  Call toll-
free 866-284-1170 (if you have questions) 
between the hours of 9 A.M. to 6 P.M. 
Eastern time.   
 
Thank you, Muriel Brink – for the following: 
 Van’s G-F frozen waffles are available 
at the New Hartford P&C market. 
Ron Cole, Mgr., will “entertain” requests for 
OTHER G-F products, if you let him know when 
you’re shopping there! Do take the 
initiative!!!!!! 
************************************** 
LASAGNA – 
2 cloves minced garlic  } 
1/3 C. minced onion    } saute’ in 1 ½-2 Tbs. oil 
1 diced red pepper      } 
2 diced green peppers } 
     Add:1# medium Italian sausage}break  

2# ground chuck      } into 
very small pieces w/spoon 

 while cooking over medium heat. 
 Stir often. Drain off excess liquid. 
Add: 2  10-oz. Pkgs. chopped frozen 
spinach (after cooking/draining according 
to directions) – and 2# Ricotta cheese.  
Mix well.   
Add: 1- 26 oz. jar spaghetti sauce  

& 1 tsp. sugar – mix well. 
In 10”x17” lasagna pan – cover bottom 

with sauce (add ½ tsp. sugar). 
Lay 6 lasagna noodles flat on sauce. 
Layer mixture (meat, etc.) over noodles; 
layer shredded pizza cheese mix 
(mozzarella & cheddar); sauce; lasagna 
noodles (laid in opposite direction); 
mixture; shredded cheese; sauce.  Repeat 
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until pan is filled. Cover  loosely w/ foil (to 
prevent drying). 
Bake @ 350 degrees 1 hr. ENJOY!! 
****************************** 
 

??? Hard Cookies??? 
(from Margaret Angell) 

Soften by placing cookies in a plastic bag 
with a slice (or 2) of apple. 

<<<<<<<<<<<>>>>>>>>>>> 
• “Cause of Celiac Disease Found to be 

Mostly Genetic 
Celiac.com 05/02/2002 – Results of the first 
large population-based twin study of celiac 
disease were recently published in the April 
edition of the journal Gut. The study was 
conducted by Professor L Greco and colleagues 
at the Università di Napoli Federico II, 
Dipartimento di Pediatria. The study compared 
identical twins (genetically identical) to 
fraternal twins (genetically not identical) who 
share only the same number of genes as non-
twin siblings. This methodology allowed the 
researchers to determine what role a shared 
environment plays in the onset of celiac 
disease in comparison to a genetic role. 

The researchers matched the Italian 
Twin Registry with the membership lists of a 
patient support group for celiacs. Forty-seven 
twin pairs were found and screened for 
antiendomysial (EMA) and antihuman-tissue 
transglutaminase (anti-tTG) antibodies. 
Identical twins were verified using DNA 
fingerprinting and fraternal twins were typed 
for HLA class II DRB1 and DQB1 molecules. 

Their results indicate that 38% of the 
combined twin pairs showed signs of celiac 
disease, which breaks down to 75% of the 
identical twin pairs and 11% of the non-
identical twin pairs. Additionally, females who 
had a twin with celiac disease were 30% more 
likely to develop it themselves, in comparison 

to an unaffected male twin. Further, the 
results of the study indicate that 
environmental factors have little or no 
effect on the acquisition of celiac disease, 
and that there is substantial evidence of a 
very strong genetic component that is only 
partially related to the HLA region. The 
researchers suggest that several genes 
work collectively to cause celiac disease, 
and a single missing or altered gene is 
probably not its cause.   

• Untreated Celiac Disease May Cause 
Liver Failure Gastroenterology 
2002;122:881-888. 

Celiac.com 05/02/2002 - In the April issue of 
Gastroenterology Dr. Pekka Collin of the 
University of Tampere, Finland, and colleagues 
describe four patients with severe liver disease 
who were also found to have celiac disease. One 
of the patients had congenital liver fibrosis, one 
had massive hepatic steatosis, and two had 
progressive hepatitis without apparent origin. 
Three of the four were considered for liver 
transplantation. In each case a gluten-free diet 
reversed hepatic dysfunction. 

The reasearchers then studied the 
prevelance of celiac disease in 185 adults who 
had already undergone liver transplantation. Eight 
of them (4.3%) tested positive for celiac disease, 
and it had already been detected in six of the 
eight prior to transplantation. Only of the 
diagnosed patients followed a strict gluten-free 
diet. Of these eight patients, three had primary 
biliary cirrhosis, one had autoimmune hepatitis, 
one had primary sclerosing cholangitis, and one 
had congenital liver fibrosis. Additionally, one of 
the patients had autoimmune hepatitis and one 
had secondary sclerosing cholangitis. The 
researchers also noted that not all of patients with 
both liver and celiac disease showed symptoms 

of celiac disease, which suggests that the liver 
disease may not be caused by malabsorption. Dr. 
Collin suggests that it could be a “gluten-dependent 
immunologically induced extraintestinal manifestation 
of celiac disease 

. 

The researchers conclude that some cases of serious 
liver disease may result from unrecognized celiac 
disease, and patients with severe liver disease should 
also be evaluated for celiac disease. Further, dietary 
treatment in patients with both celiac and liver 
diseases may prevent progression to hepatic failure, 
even in cases in which liver transplantation is 
considered. 

• People with Celiac Disease are Three Times 
More Likely to Develop Non-Hodgkin 
Lymphoma (NHL) 

  
JAMA 2002;287:1413-1419. 
Celiac.com 04/12/2002 - According to a report 
published in the March 20th issue of the Journal of 
the American Medical Association, people with celiac 
disease are three times more likely to develop non-
Hodgkin lymphoma (NHL) than the normal 
population. Dr. Carlo Catassi and colleagues from the 
University of Maryland in Baltimore compared the 
prevalence of celiac disease in 653 NHL patients with 
more than 5,000 healthy control subjects to 
determine the NHL-celiac disease orrurance rate. The 
results indicate that 1% of NHL patients also have 
celiac disease, in comparison with 0.42% of the 
healthy controls. Adjustments were made for age and 
sex, and the final results indicate that the odds ratios 
for a patient with celiac disease of developing NHL 
are: 3.1 for all types of NHL, 16.9 for gut NHL, and 
19.2 for T-cell NHL. The overall risk, however, for 
someone with celiac disease developing NHL is only 
0.63%. 

The researchers do not feel that their 
findings support mass screening for celiac disease, 
but they do feel that selected NHL patients should be 
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screened for celiac disease. We would also like to add 
that these findings support the screening of people 
with celiac disease for NHL, which was not directly 
addressed by the report.”  (from “what’s new in celiac 
disease”-www) 
 

<><><><><><><><><><><><> 
 
    

TOPSTOPSTOPSTOPS – Oneida Store 
(intersection Rte. 5 & Rte. 46) 

per Barb & Fred Esengard --- 
 

Many EnerG products ARE AVAILABLE!!! – 
including breads, cereals, mixes, xanthan 
gum,muffins, rolls egg replacer, trails mix, & 
various flours – do check for “gluten-free” on 
the label !!!!!!!! 
 

<><><><><><><><><><><> 
 

**Are YOU interested in running  
for office in CSGMV??** 

Be an Active Partner in our Group!! 
We NEED a nominating committee, AND 
interested members to comprise a “slate”. 
Positions up for election are: 
 President 
 Vice President 
 Secretary 
 Treasurer 
 1 Director 

• Please contact Eleanor Wallace 
(315) 736-6981  OR elpa1@juno.com 

if you can help/are interested in an office! 
<><><><><><><><><><><><><><> 
 
GUERINO’S  Health Foods at 1520 Sunset Ave., 

Utica is NO LONGER  
a “walk-in” shopping store…. 

<><><><><><><><><><><><><><
>< 

You can get a catalog from The Really 
Great Food Company – call 1-800-593-

5377.  They have many G-F items, if 
you are interested! 

 
<><><><><><><><><><><><><><
>< 
 

     
 

MAKE TRACKS FOR CELIACS – 
WALK REPORT! 

 
The First International Walk for Celiac 

Disease Research held on May 4, 2002 at 
Sangertown Square Mall was a GREAT SUCCESS!  
We raised almost $3,000.00 for celiac disease 
research.  The funds have been sent to the 
University of Maryland Center for Celiac Research. 
It was a fun day.  There were about 40-50 people 
present and we had plenty of donated goodies to 
snack on from Pamela’s Products, Ener-g, Gluten 
Free Pantry and some homemade goodies.  The 
winner of the beautiful basket donated by Peter’s 
was Jean Barley – Congratulations Jean! 
THANK YOU to all who participated in this event – 
we couldn’t have done it without you.         
CSGMV continues its mission to help the newly 
diagnosed celiac patient and more importantly to 
educate the community about celiac disease.  
Your involvement in our projects makes a 
difference.  
  
“If you think you’re too small to make a 
difference, you haven’t been in bed with a 
mosquito.” Anita Roddick 
 

Again a Big Thank You to all who Made Tracks for 
Celiacs!  
  
Sincerely, 
Pamela A. Fahy 
Vice President CSGMV 
Chair- Make Tracks For Celiacs 
 
 
 
 

 
 
 

R.O.C.K. (Raising Our Celiac Kids) – 
Rebecca & Joe Madeira have stepped up to 
form a R.O.C.K. sub-group to CSGMV  

to serve the parents of children in our area 
who have Celiac Disease. 

KUDOS to them. 
Please contact them to help  - 

celiacparents@earthlink.net  OR 
337-7671 

and to refer children to this group….. 
This National Organization is under the 
direction of Danna Korn, author of 

“Raising Our Celiac Kids” – a helpful 
and informative book for families living 

with Celiac Disease… 
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The following letter was prepared by Nancy of 
the Gluten Intolerance Group in Seattle, WA: 

Directions:     Find your representatives' e-
mail addresses at: 
http://www.house.gov/writerep/.  

• Highlight the letter below with your 
mouse.  

• Copy (Control-C) it to your notepad.  
• Paste it (Control-V) into an e-mail to 

them, or into the e-mail form at the 
site above.  

Representative or Senator  
Address  

Honorable (Senator)  
Or  
Distinguished (Representative)  

I urge you to cosponsor the legislation that 
Representative Nita Lowey and Senator Edward 
Kennedy will introduce to tighten the regulation 
of food-allergens. Millions of Americans have food 
allergies, and each year about 150 people in the 
United States die from anaphylactic shock caused 
by a food allergy. Metabolic disorders, such as 
gluten intolerance, also require careful and strict 
elimination of certain foods from a persons diet to 
maintain normal health. Over 1.3 million people 
in the USA suffer from gluten intolerance, which 
requires strict elimination of wheat, rye and 
barley from the diet.  

A 2000 survey conducted jointly by the Food and 
Drug Administration, Minnesota, and Wisconsin 
found that one-quarter of the bakery products, 
candy, and ice cream sampled were 
contaminated with peanut or egg ingredients that 
were not declared on the product labels. 

Undeclared allergens may cause immediate reactions, 
or slow destruction of the intestine and long-term 
health complications associated with malnutrition.  

Representative Lowey has said that the legislation 
would require companies to list the major allergens 
(including those in spices, flavorings, and colorings) 
by their common English names and to include a 
telephone number on the label that consumers could 
call for more information. The legislation would also 
require manufacturers to better prevent cross-contact 
between products made in the same facility or on the 
same production line, allow the Food and Drug 
Administration to assess penalties against firms that 
violate the food allergen requirements, and require 
the Centers for Disease Control to establish a system 
for tracking food allergy-related deaths.  

In addition, Congress should also require companies 
to indicate on labels that the food may contain 
allergens when the possibility of contamination cannot 
be totally excluded. Rye and barley must be included 
in the list of allergens declared on labels. This 
addition will better serve all persons with allergies and 
intolerances.  

I urge you to cosponsor this important public health 
legislation, with the above-recommended addition.  

Sincerely, 
 
 
<><><><><><><><><><><><><><> 
 

Be part of the solution  --- not part of the 
problem!!! 

 
<><><><><><><><><><><><><><> 

 
 
 
 

Angel Food Cake  
 This recipe comes to us from the 

Oklahoma Support Group.  

1 ¾ cup egg whites (about 1 dozen plus 
2 large eggs - at room temperature) 
½ teaspoon salt 
1 ½ teaspoon cream of tartar 
1 cup less 2 tablespoons sugar 
½ teaspoon almond extract (GF) or ¾ 
teaspoon lemon extract 
1 teaspoon vanilla (GF) ½ teaspoon 
vanilla  

Sift 6 times: 
½ cup sifted potato starch flour 
1/3 cup cornstarch 
1/3 cup powdered sugar 

Sift potato starch flour, cornstarch and 
powdered sugar 6 times. Set (½ cup) 
aside. Beat egg whites until foamy. Add 
cream of tartar, salt & flavorings. 
Continue beating until stiff. Add sugar 2 
tablespoons at a time and continue 
beating until very stiff. Sift (½ cup) sifted 
ingredients over egg whites a little at a 
time, folding in with a wire egg beater or 
large spoon. turn bowl often. Put batter 
in ungreased tube pan. Gently cut 
through batter to level and prevent large 
holes.  

Bake: 
Slightly less than 400 degrees for 30 
minutes (put a piece of foil on top after 
15 minutes to prevent burning). Hang 
upside down overnight. You may frost 
with a butter icing when cooled, serve 
plain, or add sliced strawberries and top 
with Cool Whip. Store in the refrigerator. 

Variations: Chocolate flavor add 1 
heaping tablespoon of cocoa. 
Pink Angel Cake: Add 1 heaping 
tablespoon of mixed fruit Jello powder.  
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