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Convincing Relatives to
Consider Celiac Testing:
The Secret Ingredient

Michelle Melin-Rogovin, MA

Food and family go together inextricably — recipes are
passed down from generation to generation, much like
genetics. When celiac disease interferes with everyone’s
enjoyment of Grandma’s famous lasagna, or the family
pizza night has a gluten-free version, things change. Those
diagnosed with celiac disease become concerned about
relatives who show symptoms, or who should otherwise
be tested and choose not to be.

Can this situation be addressed? Possibly.

Understanding, at least to a degree, the way that family
meals and mealtime traditions affect our loved ones can
provide some insight into why the idea of testing is
resisted, or what might help a loved one become more
open to considering testing. In addition, providing accurate
information about testing (the likelihood of having a posi-
tive or negative test at a given appointment) also helps.

What do family meal time traditions offer family members?
They offer predictability, a special connection with family,
feelings of love and worth; identity, and a larger sense of

Relatives often need to
know that the diet isn’t

as hard as It can appear.
Stress the positives, even
If you don'’t quite believe
them yet. Things are better
than they used to be, and
are improving constantly!

belonging to a community. Food is an important part of
many common traditions. We look forward to these experi-
ences. Meals offer a time to bond with the family and special
meals, like Mother’s Day or a birthday, heighten an individual’s
feeling of worth. A gathering will often include a special dish
or a birthday cake. Identity traditions often occur at family
reunions, where ethnic food might be the mainstay of the
meal. It is possible to experience these feelings of reliability,
connection and identity at events such as weddings where
traditions tie together ethnic, family and personal values.

GENERAL TESTING INFORMATION

1. Testing is important because first degree family members
of biopsy-confirmed celiacs have a 10% lifetime risk.
In other words, there is a 90% chance of never getting
celiac disease.

2. Think of testing as having your blood pressure or
cholesterol level checked: it's a good measure of health,
but most of the time it’s going to be normal. (Along
those lines, you can have high cholesterol without having
symptoms. So too a positive celiac test without symptoms
means further investigation is necessary.)

3. Second-degree family members have a 3-5% lifetime risk,
just slightly higher than the un-affected population.

4. Testing should occur every two years on average unless
symptoms develop.

What could be said to a relative who feels like this?

“Since Granny passed away, the main meal at family
gatherings holds even more significance than when she
was living. Each dish symbolizes her legacy. These are the
recipes she learned by sitting in the kitchen, watching

her mother and aunts, not by reading an index card with
chicken-scratch handwriting. We re-create her recipes
because they are tangible reminders of family history.”

(Continued on p. 4)






Women for Wishes
Supports UCCDP

Women for Wishes, a magical event held one
evening in May in Wilmette, IL, featured an
exciting silent auction, fabulous gluten-free spread and
a raffle that raised nearly $16,000 for the UCCDP.
“This event brings together women in the community
to express their support for an important cause,” said
Lisa Aiken, event chair and mother of Daniel Aiken,
age 7, recently diagnosed with celiac disease. “This
year’s event was especially meaningful because we
raised awareness about celiac disease while raising
important resources for the University of Chicago
Celiac Disease Program.” The Wilmette house party
drew 125 women attendees and was held in honor

of Daniel and his cousin Julia, age four, also

recently diagnosed. Julia’s mother Susan helped

to plan the party.

WELCOME
WOMEN FOR WISHES
2006

SILENT AUCTION CLOSES AT 8:30
RAFFLE ANNOUNCEMENT AT 8:45

THANK YOU FOR SUPPORTING
THE UNINERSITY OF CHICAGO
CELIAC DISEASE PROGRAM

HANE FUNI

(Continued from p. 1)

If a family member is hesitant to consider testing, it
might be convincing to speak to her in terms of what
her grandmother or another beloved relative would want
her to do. The prospect of losing her family history may
be a bigger barrier to testing than not being able to eat
Granny’s apple pie. Wouldn't her grandmother want her
to be as healthy as possible?

Other examples come readily to mind; giving up beer
might really mean giving up Sunday afternoon football
with the guys, and giving up graham crackers might really
mean giving up S’'mores around the fire at sleepaway
camp. While we know this isn't the case, our relatives

do not. Here are some ways to overcome this obstacle

to testing:

OTHER SUGGESTIONS:

1. If giving up one food or drink might be a barrier to
testing (beer, bread, etc.), find the best one out there,
and BOTH of you try it! (If you don't know the best
one, here’s your chance!)

2. Perceptions are crucial. Relatives often need to know
that the diet isn't as hard as it can appear. Stress
the positives, even if you don't quite believe them
yet. Things are better than they used to be, and are
improving constantly!

3. Provide the best testing information (see above).
Most relatives think they are destined to develop
celiac disease and in fact the opposite is true!

4. Know when to stop. You'll have a better chance, and
a more receptive family member, if you know that they
are not listening now and you come back to them later.

This issue is probably one of the most difficult and

most often asked about in the celiac community. We hope
these suggestions are helpful to you as you talk to your
family about testing for celiac disease. Feel free to visit
www.celiacdisease.net for fact sheets on testing that your
family members can take to their physician appointments.

IMPACT is our Nnewly redesigned newsletter,
and Will replace DX: CELIAC, our former newsletter.

Let us know your thoughts and comments at info@celiacdisease.net.



Go the Distance on August 13th at
the Chicago Distance Classic!

e are putting together a team of walkers and runners

for the LaSalle Bank Chicago Distance Classic,
Saturday, August 13 on the Chicago lakefront. Join with
us to raise funds to support our mission of education,
research and advocacy!

Here’s how it works:

e Register for the Chicago Distance Classic at
wwwi.chicagodistanceclassic.com. Use coupon code
Celiac06 for $5 off per person when you register. You can
sign up for a half-marathon or a 5K run/walk. Note that
there is no registration the day of the race — preregistra-
tion is mandatory, and will close by August 7, 2006.

e Fax or email your registration form to the UCCDP
office at (773) 702-0666 or info@celiacdisease.net, and
we will send you a cool t-shirt to wear that day.

 Visit our website at www.celiacdisease.net to download
your Going the Distance registration kit, where we have all
the materials
you will need ?
to meet your Hl .
fundraising goal é‘iu-
— a sample 2 O
letter to send to "
your family and
friends to let

Fue

them know

what you're

doing and how

to support you, u"“‘;f; eliac | Jidpade

and a sample
thank-you letter.

Hlmﬂﬁﬁﬂ% The University of Chicago
Celiac Disease Program

Ask your friends and family to make a donation per mile
or in one lump sum. Better yet, ask them to participate
and help us raise money. Then, send us the donations with
your pledge sheet. We will thank every donor personally as
well, and you'll sleep well knowing that you have made a
positive difference in the lives of those living with celiac
disease! If you have questions about Going the Distance,
contact us at (“773) 702-7593 or info@celiacdisease.net.

Last year, Going the Distance raised $38,000. This year our
fundraising goal is $60,000. Register for the Chicago
Distance Classic and start raising pledges today! You can
help make this our most successful year yet and get active
for people battling celiac every day! Are you ready to go
the distance?

If you're not into
group athletic events,

here’s another idea: some of our friends are putting a
twist on their favorite leisure activities and are truly

Going the Distance their own way. Ben Niles is participating
in the Ford 2006 Ironman Wisconsin event. He will swim
2.4 miles, bike 112 miles and run 26.2 miles. His progress
can be followed via a link on our website. This generous
Ironman has already raised over $6,000 of his $10,000
goall UCCDP board members Brian Israel and Mary
Lassila are biking 2,000 miles over six months and have
already raised over $3,700!

If you live In the
Chicagoland area,

here is another fun event that you can participate in.
Join our group of volunteers and friends on October 14
and participate in the Pumpkins in the Park event in
Lincoln Park. This annual 5K run/walk kicks off the
yearly Chicagoween events for the City of Chicago. The
activities also include a kids’ race, pumpkin coloring, a
costume contest for all ages and live music! What a great
way to get in the Halloween spirit!

2006 Going the
Distance Events

8/13 Chicago Distance Classic
13.1 m run/5K walk
www.chicagodistanceclassic.com

Pumpkins in the Park
5K run/walk and Kids' race
www.fleetfeetchicago.com/htm/
events_races_pumpkins.asp

10/14

For more information, go to our web site at www.celiacdisease.net.



Companies Who Care;: Namaste Foods

The word “namaste” does not refer to a new gluten-free
grain. Actually, explains Namaste Foods founder Daphne
Taylor, it is a Sanskrit word that translates roughly to, “the
spirit within me honors and respects the spirit within you.”
That's a lot to pack into a single word, but then, Namaste
Foods packs a lot into its products.

Namaste, which Daphne founded in 2000, has been a
generous supporter of the Care Package Program for
nearly two years, and has provided hundreds of mixes for
the care packages that go to newly diagnosed people with
celiac disease. It produces a large variety of foods, includ-
ing brownies, cookies, waffles, pizza crust and especially its
renown cake mixes (chocolate, vanilla and spice). The foods
have no gluten, corn, soy, nuts, potato or dairy, and are
manufactured in an entirely gluten-free facility.

Prior to founding Namaste Foods, Daphne, who is
originally from Massachusetts but has lived in Idaho for
over a decade, held lots of different jobs. “I get bored
easily and | have a very active mind,” she says. Just prior
to founding Namaste, she was working for the federal
government in the probation department. She was taking
a yoga class with several people who were themselves or

had family members on the gluten-free diet. They urged
her, knowing that cooking was one of her passions, to
experiment with gluten-free cooking.

Daphne had never heard of a gluten-free diet, but she
started to experiment and whipped up some recipes that
her friends loved. She went into business on a local basis,
supplying some nearby health foods stores in Idaho and a
few just over the border in Washington state.

Word spread quickly about Namaste’s products, and
requests came in from further and further away. Today,
Namaste’s products are available in all 50 states and
Canada, and the company receives weekly requests to
export to other markets all over the globe.

Even though Namaste Foods is expanding into new
markets and product lines, Daphne still runs the company
out of her house in Coeur d’Alene, ID. She gets help from
seven close friends and family members spread around

the country. To learn more about this company, which has
been so generous to the celiac community, or to learn more
about its wonderful products, visit www.namastefoods.com.
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