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The coeliac triad? / cocktail
• Serology studies suggest at least 1% of the population is coeliac*

• Genes – importance of DQ2 and 8 - not the whole story

• Gluten – deaminated sequences are ‘key’

• Trigger – ‘environment’
• Many postulated
• No universal trigger
• Some studies fail to show significant increase in infections
• Importance of the microbiome* and environment

• Overall approx 17% Dx by age 9 ….. Biggest risk factor for being 
coeliac is being female, with 2 first degree relatives and DQ2.5 
homozygote  

Prevent CD Study. More later.



ESPGHAN pre-1990,1990 – 2012

• Paediatrics takes the lead….

• Three biopsy schedule…..

• Serology, biopsy and follow up
• Anti-gliadin – rubbish?? - ? IgG Coming back

• Anti-EmA (1992, Chorzelski)

• anti tTG (1997, Dieterich, Schuppan)

• Capsule succeeded by endoscopic biopsy
• D2 and then D1 as standard in addition (BSG 2014)

• All was good with the world……



Since 1997, pathophysiology 
understanding has exploded…



Pathophysiology of  Coeliac Disease





ESPGHAN 2012





ESPGHAN / BSPGHAN 2012 - 13



A leap of faith….



OTHER CANDIDATE GENES
HUNNERS ! 

Importance of other autoimmune 
conditions with shared genetics !



Jonkers I HMG 2017





HLA-DQ2.5 (DQA1∗0501/DQB1∗0201) DR3 or 

DR5/7
HLA-DQ8 (DQA1∗0301/DQB1∗0302) DR4
HLA DQ-2.2 (DQA1*02:01 and DQB1*02:02) DR7/x 
Combinations….DQ2.5/8  DQ2.5/2.2 etc









2018



‘At riskers’- DQ Still relevant ??









Screening and PreventCD









NICE 2015 NG20 update….



NICE NG20



ESPGHAN 2020





2017 Wolf &
Werkstetter



P 143&153



Main take home messages…
• Main symptoms just as we expected * (see Table 2 p 145)

• No need for DQ to make positive diagnosis – adds nothing to certainty

• Asymptomatic ≥ 10 x ULN are ‘fair game’ but a serious conversation reqd!

• PPV best with Phadia and Immco assays but all pretty robust*

• Two separate tests - TGA-IgA then EMA-IgA*

• ≥ 10 x ULN is a safe and robust cut off for kids

• Significant interobserver variability in histology reporting -2nd opinion may 
be required and biopsying D1 adds to diagnostics

• Marsh 0 and 1 and natural evolution to CD – see later re potentials

• Other relevant diagnoses – anything missed ? Not really

• Everyone with IgA deficiency should be biopsied – ‘no Bx Dx’ doesn’t apply



Key pragmatic questions and 
trends….what have we taken 
from adult guidance 2014 ?



Adult GI guidelines BSG Gut 2014



Oats from 
the start?
Yep!



Other guidance 2019 and 2020–
non-responsive and refractory CD

helpful literature from adult 
colleagues*…. 







What about the Children who are 
‘potentials’- normal biopsies with 

positive serology ?







Increasing awareness of neurology and 
psychological / psychiatric issues……







Coeliac disease now topped out, 
despite the 1 in 100 mantra….





Exciting new diagnostics and 
treatments??



The future- non gluten dependent testing…



Caio G DLD 2020



The role of GIP…..where does 
it fit in assessment?





What’s now……guideline 
misinterpretation?



Paul S et al 
BSPGHAN 2020



2020 BSPGHAN / CUK iteration 
of ESPGHAN..…but with 

personalised care considerations 
in follow up advice



In progress



A children’s and YP agenda ?



CDWG -What can we agree on pragmatically?
• Bloods at baseline and follow up – only TGA, all or targeted to what 

wasn’t right at the start ie. has Fe Def An resolved, B12 , etc…..

• Pragmatic Vitamin D and Calcium advice 

• Who is for DEXA – anyone? 

• Who is for further follow up – dietetically

• Who is for further follow up – medically in primary or secondary care?

• Psychology- increasingly aware of support required

• ‘Goodbye’ Advice - Folate and pre- peri-pregnancy

• Pneumococcal vaccination – also who is actually hyposplenic? 

• Advice for patients , GPs and other HCPs about what other conditions 
need to be thought of when it doesn’t go right and GFD is 100%



More challenges…..



New innovations/ 
informatics…..helping coeliac 

families self care?



https://www.nhsinform.scot/illnesses-and-conditions/stomach-liver-and-
gastrointestinal-tract/coeliac-disease/living-well-with-coeliac-disease

https://www.nhsinform.scot/illnesses-and-conditions/stomach-liver-and-gastrointestinal-tract/coeliac-disease/living-well-with-coeliac-disease






Logo of 
relevant

National CD 
society



In addition to the detailed coeliac passport, the HCP making the diagnosis can also give you the bilingual Celiac ID-card in a handy credit-card format : 

Celiac ID-card

Coeliac ID-card

__________________________________________
XXXyour translationXXXX / forename and family name of the patient

XXXXyour translationXXXX/ has celiac disease.

XXXXyour translationXXXX /

She / he therefore depends on a strict gluten-free diet.

____________

_______________________
XXXXXX / place and date XXXXXXXXXXX physician‘s signature

65

On the reverse of  the card, you will find a summary of  the most important 

information on gluten-free diet and can be shown in restaurants, hotels, 

cafeterias, hospital etc.  

Logo CD society



Coming to your adult services…your 
chance to influence No Bx Dx 

….already happening in Finland



33%
across all
pre-test
probabilities



Scottish collaboration post TOC pathway…
• Enthusiasm to work collaboratively – SSG and MOP

•Part of the TOC Coeliac pathway

•5 boards in Scotland reviewing pathways and serology 
vs histology (3 different assays)
• GI and dietitians and pathologists

•Who needs biopsy? What else would we miss?

•What investigations do we really need to do?
• What are the outcomes at 1 year +?

•How do we educate and offer ongoing support?



The ‘’three Ds’’ of coeliac disease (Sanders)

• DIAGNOSE

• DIETITIAN

• DISCHARGE







Bringing it all together? 
• Reimagination of ESPGHAN 2020 guidance

• BSPGHAN / CUK 2020…watch this space

• Educational material – video education – with people living gluten free

• ESPGHAN SIG
• Incidence and prevalence across ESPGHAN, towards a helpful international view 

of practice

• Optimal dietetic guidance

• Management of children and young people – who and what level of support, 
pragmatism in investigative follow up…..

• Working together with adult colleagues….



Solutions ? maybe things to ponder?
•Paediatrics traditionally F2F
• The role of a doctor – primary or the ‘go to’ for medical 

issues – and which doctor? 
• The role of the expert dietitian and hubs / networks

• Regional networks offering support

•With the current situation do we need to think differently?
• Group clinics*
• Video / telephone clinics – carbon footprint – save the planet !
• Email 
• PIFU but with a way back if required



Follow up, other ways of doing it 
and collaborative research…





Follow up?



The promotion of the dietitian 
in management and 

involvement in research…



Repeating in 2020 – join us !



Goversby@qmu.ac.uk

‘Development and testing of an intervention to improve Gluten 
Free Diet Adherence, Health Related Quality of Life, Patient 
Reported Outcome Measures, Nutritional Adequacy and 
Readiness for Transition to Adult Health Care in Young People 
with Coeliac Disease’



What do you find out what’s 
important to CD patients in a 

pandemic, let alone post Brexit?







Coeliac UK Awareness Week 2020

• Save the date: 11 – 17 May 2020

• Focus on diagnosis of children aged 5 – 11 years

• Update to online assessment isitcoeliacdisease.org.uk 

• Epidemiology research 
• Preliminary results by May 



Questions and comments?
peter.gillett65@gmail.com


