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ABOUT YOUR PRESENTERS 
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Jennifer North is the Vice President Beyond Celiac. She joined the 
organization in 2009, three months after her daughter was diagnosed 
×ÉÔÈ #ÅÌÉÁÃ $ÉÓÅÁÓÅȢ *ÅÎÎÉÆÅÒ ÏÖÅÒÓÅÅÓ .&#!ȭÓ ÇÌÕÔÅÎ-free industry 
initiatives and works heavily with food industry partners in the marketing, 
promotion and development of gluten-free initiatives. She has 20 years of 
experience in the nonprofit sector with expertise in marketing and 
communications, development, strategic planning and organizational 
development. 

Sue Newell is the Operations Manager of the Canadian Celiac Association. 
She joined the CCA as a member in 1996 after her diagnosis with celiac 
disease . She volunteered  on local and national boards and education 
initiatives before joining the CCA full time 3 years ago. Sue spent 18 years 
in the high-tech sector in Waterloo  as a techie and a manager, usually 
working on large problems that required  cross-sector input for resolution. 
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CCA MISSION 

The Canadian Celiac Association is the national 
voice for people who are adversely affected by 
gluten, and is dedicated to improving diagnosis 
and quality of life. 
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CCA HISTORY 

Å Federally incorporated charitable organization with a national office based in 
Mississauga, ON. 

Å Started in 1972 by two women who , from  
personal experience, realized the needs of  
people with celiac disease  

Å Grew to 29 chapters in all 10 province 
Å Governed by a national Board of Directors 
Å Advised by a Professional Advisory Council of  

physicians, dietitians and food scientists 
 
 

 



THE 2016 GLUTEN-FREE STAKEHOLDER UPDATE & PLANNING SESSION PRESENTED IN COOPERATION WITH: 

CCA OUTREACH TO CONSUMERS 

Å Local support to individuals through chapters and satellites in over 50 
communities 
 

Å Online support with a moderated Facebook forum with a North American 
reach 
 

Å Direct support  to individuals through email and telephone 
 

Å Media resource on key issues 
 

Å CCA Membership is not a requirement for individual support. 
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CCA CERTIFICATION HISTORY 

Å &ÉÒÓÔ ÖÅÎÔÕÒÅ ÉÎÔÏ ÌÏÇÏ ÌÉÃÅÎÓÉÎÇ ÉÎ ÔÈÅ ÅÁÒÌÙ ΧίίΦȭÓ ɀ popular but little 
oversight and a lot of liability 

Å Ended in 1995 
 

Å 2009 began work with QMI to develop and administer a GF Certification 
Program with 3rd party auditing 
ïSimilar to systems operating elsewhere  
ï Integrity of 3rd party scheme  
ï International recognition of certifier 
ïBased on CCA standards 

 
Å 2011 entered into an agreement with the Allergen Control Group to 

administer the program. First products launched May 2011 (Pepsico) 
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CCA CURRENT PRIORITIES 

Å The gluten problem. Found. Treated. Cured. 
 

Å Education and resources for medical professionals and consumers 
 

Å The Right to Safe Food is a guiding principle for  
efforts  
ïGluten-Free Certification Program 
ïGluten-Free Food Program 
ïOngoing dialog with regulators on labelling  

and food safety concerns 
 

Å J. A. Campbell research program supporting  
Canadian research 
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Beyond Celiac advances widespread understanding of celiac disease 

as a serious genetic autoimmune condition  and works to secure its  early 

diagnosis and effective management. We empower our community to 

live life to the fullest, and serve as a leading and trusted resource that 

inspires hope, accelerates innovation and forges pathways to a cure.  

© 2016  Beyond Celiac  

BEYOND CELIAC MISSION 
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Beyond Celiac History  

Beyond Celiac was founded in 2003 as the National Foundation for 

Celiac Awareness with two primary goals  

Raise awareness of 

celiac disease 

Ensure gluten-free food  

is affordable, accessible,  

safe, tasty and understood 

© 2016  Beyond Celiac  
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BEYOND CELIAC PRIORITIES 2016/ 2017 

ÅRebrand celiac disease as a serious, genetic autoimmune disease  

ÅImproves  diagnosis rate by influencing guidelines and raising awareness 

among at -risk populations  

ÅEnsure access to safe and medicines by collaborating with  industry and 

regulators  

ÅAdvance a patient -centered research agenda that will accelerate 

improved quality of care and more effective treatment options  

© 2016  Beyond Celiac  
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Facebook: 137,000+ fans 

Twitter: 25,000+ followers  

Web: 2 million unique visitors in the past year 

Email: 50,000 subscribers 

Symptoms Checklist: 200,000+ online participants 
(since 2009) 

Primary Care CME: 7,000 health care providers 

Family Talk: 100,000+ page views since launch 

Gluten-Free in College: 40,000 page views to date 

Webinars: Hot topics garner more than 1,200 
registrants 

Recent Press: Associated Press, LA Times, New York 
Times, US News & World Report, USA Today, CNBC, 
WSJ's MarketWatch, Huffington Post, Web MD 

BEYOND CELIAC REACH 

© 2016  Beyond 
Celiac 
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} 23% of population  

Who is Eating Gluten-Free? 

© 2016  Beyond 
Celiac 
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Å   bloating, gas and/or 
abdominal pain  
Å   hard to flush, bulky or 
loose stools  
Å   diarrhea or constipation  
Å   fatigue  
Å   itchy skin rash  
Å   tingling/numbness in 
hands or feet  
Å   discolored teeth or loss 
of enamel  
Å   canker sores  
Å   joint pain  
Å   irritability or behavior 
changes  
Å   significant unexplained 
weight loss  
Å   poor weight gain  
Å   delayed growth  
Å   missed menstrual periods  
Å   fractures or thin bones  
 

Celiac Disease is a genetic autoimmune disorder triggered by the protein gluten. 

Left untreated, celiac can lead to infertility, osteoporosis, neurological 
conditions, other autoimmune diseases and some cancers  

Left untreated, celiac can lead to infertility, osteoporosis, neurological 
conditions, other autoimmune diseases and some cancers  

Å   bloating, gas and/or abdominal pain  
Å   bulky or loose stools  
Å   diarrhea or constipation  
Å   fatigue  
Å   itchy skin rash  
Å   tingling/numbness in hands or feet  
Å   discolored teeth or loss of enamel  
Å   canker sores  
Å   joint pain  
Å   irritability or behavior changes  
Å   significant unexplained weight loss, poor weight gain or 
dddelayed growth  
Å   missed menstrual periods  
Å   fractures or thin bones  

WHAT IS CELIAC DISEASE? 

© 2016  Beyond 
Celiac 
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A self- initiated  diagnosis:  

ï Lack of educated doctors  

ï Misinformation online  

ï Misuse of gluten -free diet  

ï Patients can wait 6 -10 years 

ï Frustration, anger and despair with 

the medical system gives way to 

relief and acceptance  

ï 83% still undiagnosed  

 

A self-managed  disease:  

ï Difficult to find value in most 

healthcare providers  

ï Inherent challenges and flaws 

of gluten -free diet  

ï Significant impact on 

psychosocial well -being  

ï Patient needs and attitudes 

evolve throughout disease 

lifecycle  

ï Fad aspect of the gluten -free 

diet and a lack of available 

data has undermined the 

seriousness of the disease  

A CONTINUUM OF BURDENS 

© 2016  Beyond Celiac 
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THE BURDEN IS REAL 

© 2016  Beyond Celiac 

Patients with celiac disease have òexcellent disease specific healthó 

BUT they also report 2 nd  highest perceived treatment burden  

0
2
0

4
0

6
0

8
0

1
0
0

V
is

u
a
l A

n
a
lo

g
u
e
 S

ca
le

CD GERDHTN DMESRD CHF IBD IBS

Perceived Treatment Burden

 

 

Shah, S, Akbari, M, 

Vanga, R, Kelly, CP, 

Hansen, J, Theethira, 

T, Tariq, S, Dennis, M, 

& Leffler D. (2014). 

Patient perception of 

treatment burden is 

high in celiac disease 

compared with other 

common conditions. 

American Journal of 

Gastroenterology, 

109(9), 1304-11. 



THE 2016 GLUTEN-FREE STAKEHOLDER UPDATE & PLANNING SESSION PRESENTED IN COOPERATION WITH: 

A DAILY CHALLENGE 
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