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The Queen City’s First Walk for Celiac Disease


May 6th 2007 ~ Charlotte, NC



Welcome…

Everyone is so excited about our very “first” walk for Celiac Disease here in the Queen City ~ Charlotte, NC that I decided to do it in a BIG way!  Since our condition is all about food, we will have food and plenty of it... and ALL of it is Gluten-Free!  Therefore, you can relax and just enjoy the day with family and friends.  Today is a celebration of funds raised, increasing awareness, learning, and information sharing and just having fun!

Although this is our “first” walk, we are doing it for the Center for Celiac Research (CFCR), which is headed by Dr. Alessio Fasano.  This is the 6th International Walk/Run for Celiac Disease started by CFCR.  They have raised over one million dollars for national and local celiac programs and research.  Dr. Fasano is the leading expert on celiac disease and has made the most significant contributions in scientific research, in advancing the medical community’s understanding of the condition as well as increasing awareness in general.  I truly believe Dr. Fasano launched the current awareness movement with his study proving 1 in 133 people have celiac disease.  I also believe it will be Dr. Fasano who will develop the most successful and accurate cure for celiac disease!

In addition, I believe this walk has and will continue to increase awareness here in the Queen City.  From the beginning, we put Charlotte on the map by leading the nation in the number of dollars raised and number of people registered to walk.  This can only have a great rippling impact.  So, THANK YOU... for caring and helping to make a difference!

Celiac Disease is not an easy condition to understand.  In addition, there are many elements that most people are not aware of or do not understand.  So, today is also a day of education and we have many things to share.  As you walk around the pond, you will find BIG feet…this is in keeping with the spirit of the national slogan “Making Tracks for Celiacs.”  Each foot is titled and the remainder of this handout can be a reference guide.  If you are determined to walk around the pond 5 times (to equal the 3.1k miles) then this will also be a way to alleviate any boredom (.  You will find tables in the Pavilion, where we have articles of interest, brochures from companies, etc.  Take a few minutes to peruse the information area at your leisure after our celebration announcements and lunch.  

Many companies wanted to reach out to you and have provided donations to help with the walk expenses, product samplers, food for our event, raffle gifts, etc.  These companies and individuals cared to help us in our first walk!  We should make a point of showing our gratitude and loyalty by supporting them in the upcoming year.  

If you have any questions throughout the day, we have volunteers who can help you. 

Enjoy your walk, the day and Thank You again!  

	Foot#
	Foot Description
	Additional Information 

	1
	Celiac Disease
	Celiac Disease is the inability to digest the protein gluten, which is prevalent in many popular grains such as wheat, rye and barley.  If a person with celiac, ingests one of these grains, the small intestine is damaged.  A damaged intestine can impede the absorption of nutrients, which can then cause many other complications.  

	2
	Thank You 
	We thank you for taking the time to come out today and walk for Celiac Disease.  We also thank you for collecting money, for your donation, and for caring to help make a difference!

	3
	Gluten-Free
	Gluten-free means the absence of gluten.  The person with celiac disease cannot have foods that contain gluten.  Gluten is the protein found in the unsafe grains (e.g., wheat, barley, rye).  Gluten is found mainly in foods but is also found in products we use every day, such as stamp and envelope adhesive, medicines, and vitamins.  Gluten is not found in fruit, vegetables, and fresh meats (no additives).

	4
	No Wheat
	Wheat is one of the unsafe grains.  Wheat is the grain that is used to make the household flour used in common day food items such as breads, pizza, cakes, cookies, etc. 

	5
	No Rye
	Rye is one of the unsafe grains.  

	6
	No Barley
	Barley is one of the unsafe grains.  Barley is used in making beer; so, this is a taboo unless it’s a REDBRIGE (the new gluten-free beer on the market)!  

	7
	Socially Isolating
	The reason that this medical condition may be more socially isolating than any other condition is that “EVERY” single item put in the mouth of a celiac needs to be RESEARCHED and the containing ingredients known!  Wheat is a much hidden ingredient.  Thus, this can make attending social activities, which always evolve around food a social nightmare for a celiac.  

	8
	No Gluten
	Absolutely no gluten can be consumed.  Although a recent CFCR study suggest that celiacs can safely tolerate up to 20 parts per million (ppm) of gluten a day.  This study was the basis for the recent proposal ruling by the FDA for gluten-free labeling requirement.  No Gluten means Gluten-Free.

	9
	Most Under-Diagnosed Disease!
	Since celiac disease can manifest itself with symptoms similar to those of other diseases, it can be difficult to diagnose.  In fact, sometimes celiac disease is confused with irritable bowel syndrome, iron-deficiency anemia caused by menstrual blood loss, Crohn’s disease, diverticulitis, intestinal infections, and chronic fatigue syndrome.  As a result, celiac disease is the most commonly under-diagnosed or misdiagnosed disease in America.

	10
	Family
	About 5-15 % of a celiac’s first-degree relatives will also have the disease.

	11
	Hereditary
	Celiac Disease is a hereditary disease!  Thus, family members, particularly first-degree relatives (parents, siblings, or children) of people who have been diagnosed with Celiac Disease should be tested for the disease.

	12
	Genetic
	Celiac disease is the consequence of the interplay between genes and the environment (gluten).  Although you need to have certain genes (DQ2 & DQ9), environmental triggers will activate the genes (such as stress, childbirth, viruses, etc.).  Celiac disease can be activated early in life (as a baby or small child) or it can be activated later in life (as an adult) called latent onset.

	13
	DQ2 + DQ8 Genes


	Science does don’t know all the necessary genes to develop CD; however, HLA DQ2 and/or DQ8 are absolutely necessary to develop the disease. Since 1/3 of the general population also have these genes, the presence of DQ2 or DQ8 does not imply that the person will develop CD, rather, that they have a genetic compatibility with CD.  Conversely, the absence of DQ2/DQ8 almost certainly rules out CD.

	14
	1 of 133 People Have Celiac Disease
	According to a CFCR study at the University of Maryland School of Medicine in Baltimore, nearly one out of every 133 Americans suffer from Celiac Disease.  The research indicates that celiac is twice as common as Crohn’s disease, ulceric colitis and cystic fibrosis combined.  Yet we also know, this population has not been fully diagnosed.  So, there is still much work to do to increase awareness!

	15
	Damages the Intestine
	If the person with celiac disease consumes gluten then their intestine (the villi) will get damaged.  However, the intestinal villi are not permanently damaged in a patient with celiac disease as long as a strict gluten-free diet is maintained.  Villi will start to heal within 3 days of being gluten-free (although it can take longer for all the villi to heal).  See #26 for a description of villi.

	16
	Diarrhea – or – Constipation
	The classic or typical symptoms of celiac have always been diarrhea, more recently people with constipation have been diagnosed with celiac disease.

	17
	Bloating – Gas
	Bloating and gas are very typical symptoms.

	18
	Abdomen Pain
	Abdomen pain is a typical symptom.  My pain was so severe that I could only stand for 5-10 minutes and then I would need to find a chair to alleviate it.

	19
	Delayed Puberty
	As you can imagine, if a child has undiagnosed celiac disease then they are not absorbing nutrients which are essential in developing.  Once diagnosed, the intestines start to heal, and the child begins to grow.  Note: a child does NOT outgrow celiac disease.  Celiac Disease is a lifetime condition!

	20
	Anemia
	We have several members who only had this one symptom when diagnosed.

	21
	Underweight – or – Overweight
	Underweight has always been a typical symptom of celiac but, more recently, people overweight have also been diagnosed with celiac disease.

	22
	Symptoms – or – No Symptoms
	There is no scientific explanation for why some people exhibit symptoms and others do not.  However, it is proven that you do NOT need symptoms to have Celiac Disease, which could be destroying your intestine.  CFCR: Symptoms of Celiac Disease include diarrhea, weight loss, abdominal pain, chronic fatigue, weakness, malnutrition, and other gastrointestinal problems. In children, the symptoms may include failure to thrive (an inability to grow and put on weight), irritability, an inability to concentrate, diarrhea and bloating. Further, people affected by Celiac Disease may experience extra intestinal symptoms that involve many systems and organs including bones (osteoporosis, arthritis, and joint pain), blood (anemia and bleeding), reproductive system (infertility and reoccurring abortion), nervous system (chronic fatigue syndrome, depression, dementia), and behavioral changes.  

	23
	Increase Awareness
	As you can tell from the vast array of symptoms, a diagnosis may be difficult. This is why increasing awareness is critical.  A simple blood test is all it takes to rule out or rule in Celiac Disease!  

	24
	Antibody
	To diagnose celiac disease, a blood test is done to measure the levels of certain antibodies (anti-endomysium and anti-tissue transglutaminase).  A positive antibody test result indicates a person needs to have a biopsy.  At this time, a positive blood test alone cannot diagnosis celiac disease. 

	25
	Atrophy
	Atrophy simply means “damage” or the wearing away.  In celiac disease, the villi (see #26) can become damaged anywhere from partial villous atrophy to total atrophy. 

	26
	Villi
	The normal small intestine consists of long finger like villi.  The villi are responsible for absorbing the nutrients from the foods we eat.  Thus, in a person with celiac disease the villi become damaged.  

	27
	Autoimmune
	It is important to note that Celiac Disease is NOT an allergy, but an auto-immune disorder. The body rejects its own digestive proteins used to process gluten and produces antibodies against them.  Thus, the body fights itself when gluten is digested and damages the small intestine in the process.

	28
	Biopsy
	It is necessary to have an intestinal biopsy (via an edoscopy) to confirm the diagnosis of celiac disease.  

	29
	Blood Test
	There is a particular series of blood tests called the ‘Celiac Panel” which you will read more about in #35.  A simple blood test is the first line of screening.  

	30
	Endoscopy
	Endoscopy is a medical procedure to assess the interior surfaces of the intestine by inserting a tube in through the mouth and down in to the small intestine.  If the small intestine villi is damaged then this may be suggestive of celiac disease.

	31
	Gliadin
	Gliadin is a glycoprotein which is present in the unsafe grains (wheat, rye, barley) that plays a role, along with glutenin, in the formation of gluten.

	32
	Malabsorption
	Undiagnosed celiac disease damages the intestinal villi and causes malabsorption problems.  When the villi are damaged you will not fully absorb nutrients from the food you eat.

	33
	Dr. Alessio Fasano

· Celiac Expert

· Launched Current Movement
	Dr. Alessio Fasano moved to Baltimore, Maryland from Naples, Italy, in 1993 with a scholarship to the School of Medicine’s Center for Vaccine Development.  Dr. Fasano then established the Center for Celiac Research (CFCR) in 1996, the oldest celiac center in the United States.  I truly believe Dr. Fasano launched the current awareness movement with his study proving 1 in 133 people have celiac disease.  I also believe it will be Dr. Fasano who will develop the most successful and accurate cure for celiac disease!

	34
	Center for Celiac Research (CFCR)

Dr. Fasano Established
	As mentioned in #33, Dr. Fasano established the Center for Celiac Research (CFCR) in 1996, the oldest celiac center in the United States.  This center has been responsible for the many studies and developments that have made and are making history.  Studies such as the 1 in 133 people have celiac disease, tTG blood test, zonulin discovery, gluten tolerance safe level, etc.

	35
	Anti-tissue transglutaminase Antibody (tTG) 

Developed by Dr. Fasano
	There is a particular series of blood tests called the ‘Celiac Panel”.  These tests measure your immune system’s response to gluten in the food you eat:

· tTG-IgA or tissue transglutaminase-IgA

· AGA-IgG or Antigliadin IgG

· AGA-IgA or Antigliadin IGA

· Total IGA

The presence of tTG antibodies is highly suggestive of CD, while AGA can be elevated also in cases of wheat allergy.  Dr. Fasano developed the diagnostic test (tTG) for Celiac Disease, used nationwide for diagnosing CD.

	36
	Anti-endomysial Antibody (EMA) Test
	The Anti-endomysial Antibody (EMA) blood test is another highly accurate and reliable test.  Remember, getting a blood test is just the first step in getting a diagnosis.  If your blood test results are positive, then the next step is an intestinal biopsy.

	37
	3 Million Have Celiac Disease
	3 Million Have Celiac Disease (CD) – only – 100,000 are Diagnosed!  Dr. Fasano recently stated this fact when interviewed by Dave Stone, KXL radio (Portland, OR) on Sunday April 22, 2007.  

	38
	Dr. Fasano Discovered Zonulin
	In 2000, Dr. Fasano discovered Zonulin, a protein that appears to be involved in many disease states with leakage in the tight junctions including the GI tract.  Zonulin regulates the permeability of the intestine. This plays an important role in the treatment of CD.

	39
	Dr. Fasano & the Food Allergen Labeling Law
	Dr. Fasano Spearheaded the American Celiac Disease Alliance, which lead to the New Food Allergen Labeling Law that went into affect January 1, 2006. The bill requires food manufacturers to clearly state if a product contains any of the eight major food allergens responsible for 90% of all allergic reactions: milk, eggs, peanuts, tree nuts, fish, shellfish, wheat, and soy.

	40
	CFCR Created the International Walk/Run for CD – 6th Year – Our 1st Year! Over $1 Million Raised!
	The walk you are participating in today was started by CFCR six years ago.  It is an International Walk/Run held every year for Celiac Disease.  CFCR has raised over $1 Million.  This is our “first” walk for celiac disease here in Charlotte, NC ~ The Queen City ~ that is held in coordination with and for CFCR.  We started our fundraising efforts leading the nation in number of people registered and the funds raised.  We held that position up until today and we met our $25,000 goal well before event day.  

GREAT JOB AND THANK YOU!!

	41
	CFCR Created Awareness Bracelet
	CFCR created the green celiac awareness bracelet to increase awareness of celiac disease.  CFCR has distributed more than 36,000 “Making Tracks for Celiacs” bracelets worldwide.  They can be ordered online at CFCR’s web-site: www.CeliacCenter.org 

	42
	CFCR Conducted Study to Establish Gluten Tolerance Level 
	CFCR conducted the research study, which established a safe threshold of gluten consumption for those with celiac disease.  The study concludes celiacs can safely tolerate up to 20 parts per million (ppm) of gluten a day.  This study was recently published by the FDA and in the American Journal of Clinical Nutrition.  

	43
	A New Celiac is Born Every 16 Min. & 40 Sec.
	This is about 90 “new” celiacs a day – 2,700 a month – 32,400 a year!  Interestingly, every baby in Italy is tested for celiac disease.

	44
	Gluten-Free Diet is a Life Style Change!
	The gluten-free diet is a diet for life or at least until science develops a cure.  To help adjusting to one of the most difficult diets in existence, it may be helpful to simply think of it as a lifestyle change.

	45
	Increase Awareness
	We need to do everything & anything we can to increase awareness of celiac.  Too many people are suffering needlessly.  

	46
	Spread the Word!
	Talk about the walk – talk about celiac disease – continue to spread the word. You can help get the diagnosis rate up where it should be.

	47
	We Need Every 1 in 133 Diagnosed!
	As mentioned in #37, we still have a long way to go to get the diagnosis rate up where it should be!

	48
	We Need A Cure!
	In addition to increasing awareness, we need a cure!  Living gluten-free is not the most terrible way to live but it is one the most difficult and socially challenging condition.  We are also at risk because we cannot control how foods are manufactured or labeled.  

	49
	We Need You!
	We need you to continue the mission of trying to increase awareness.  Talk about celiac disease and how complicated or vast the symptoms can be… but also how easy it is to be tested for it.  The more we talk about it; the more it becomes a household word which is what we need!

	50
	Thank You for Your Support!
	Thank you for coming out to walk today and for all you have done to help increase awareness and raise money for research.  Every person’s efforts make a difference in the Big Picture.  Know that you have made a difference and feel good about that!!


I hope you enjoyed your walk and this educational learning. 

After your walk, come to the Pavilion for announcements, 

raffle drawing and food & beverages.  

Enjoy the rest of the afternoon with food, games & conversation.  

Thank you again for your support and walking for Celiac Disease.

Warm Regards, Janet

Janet Kline, Founder

Charlotte Celiac Connection
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