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Coeliac disease: the patient perspective
Kathryn Miller, Food Policy Lead, Coeliac UK
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Introduction
About Coeliac UK

What is coeliac disease?
What is gluten?
Reaction to eating gluten

The treatment — the gluten-free diet

Issues faced by people with coeliac disease
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National charity for people with coeliac disease in the UK

Part of AOECS — Association of European Coeliac Societies — 29
countries

Provide information via newsletters, website, magazines, Local
Voluntary Support Groups, support for parents

65,000+ Membership

Aims are:
* Support Join us
1 For the confidence | ==
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Coeliac disease

W Autoimmune disease, triggered by eating gluten in genetically
predisposed individuals

W Symptoms vary, common ones include diarrhoea,

constipation, mouth ulcers, anaemia, tiredness, abdominal
pain, bloating

W Affects 1in 100
® More common in 1%t degree relatives

® Diagnosis rates low but improving
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Prevalence of coeliac disease
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What happens in coeliac disease?

W Eating gluten QOO0 Gluten
damages the gut in L»o Gliadin
genetically

susceptible people

system leading to gut { gliadin

W Triggers immune O Deamidated /
damage HLA

APC T cell

Ref: University College Dublin
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Damaged gut lining

® Villous atrophy, loss of surface area for
absorption, leads to malabsorption

® If untreated, can lead to a range of
nutritional deficiencies (eg anaemia)

® And more serious complications like o Y
osteoporosis and small bowel cancer ~ ol oS
——

® In untreated CD up to 70% have evidence rg——r _—

of reduced bone mineral density (BMD)
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Treatment

Gluten-free diet is the complete
treatment for coeliac disease

Improves symptoms, quality of life

Helps to treat complications and
nutritional deficiencies

® Minimises the risk of complications
including osteoporosis and malignancy —
after 5 years on gluten-free diet

Provision of a balanced nutritional intake

Q0 9
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Gluten

W Storage protein found in wheat,
rye and barley — made up of
glutenin and gliadin

® Similar protein in oats, avenin

® Common foods that contain gluten
include bread, pasta, pastry,
biscuits, crackers, cakes

® Also found in not such obvious
places — sausages, cooking sauces,
soya sauce, ready meals
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The gluten-free diet

® Naturally gluten-free foods —fruit, veg, meat, poultry, fish,
pulses, rice, eggs, milk, cheese

¥ ‘Mainstream’ foods made from no gluten-containing ingredients

® Gluten-free staples — pasta, bread, crackers, biscuits, cakes

® Commonly made from:
* Corn,rice, potato, soya
* Also buckwheat, millet, sorghum, quinoa

Q0 9



Codex standard 200 ppm
* Discussed since 1980s
e 200 ppm not safe for all
* Revised in 2008
 New limits set at 20 ppm, suitable for all
e Greater safety for people with CD

Gluten-free — EC41/2009 introduced in
Jan 2009

e 20ppm
e Suitable for all with coeliac disease
e Unlimited amounts
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W 2003/89/EC allergen labelling legislation

* People could find out what was in a packaged food

* Prior to this people with CD replied solely on the Coeliac UK Food
and Drink Directory to choose foods

1169/2011 (EU FIC) Food Information for Consumers
 Changes to allergen information, and in catering

FOOD & DRINK
DIRECTORY Eid
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Issues affecting people with coeliac disease

= Adherence to the GF diet varies:
= 20-80% of people admitted to
occasional or prolonged lapses
= 42-91% range for strict
adherence

= Factors affecting adherence to
the diet:
= Knowledge of the GF diet
= Cost, access, and availability
= Taste and texture of GF foods
= Eating out of the home
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Summary

® Coeliac disease is common, 1 in 100 people affected
W The GF diet is a complete treatment

® EU labelling laws have made it easier for people looking for
GF foods

® People cope differently with the transition to a GF diet

® Many people are not yet diagnosed — current estimates in the
UK show 24% diagnosed

Q0 9
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Thank you or listening

Any questions?




