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CITY AND HACKNEY CCG PATHWAY FOR COELIAC DISEASE IN ADULTS 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Patient presents with: 
 Relevant clinical features (see below)* 
 First degree family member affected with coeliac 
 Associated conditions (thyroid disease, T1DM, dermatitis 

herpetiformis, other autoimmune conditions, osteoporosis) 

Positive coeliac serology, or 
negative serology and ongoing 
high clinical suspicion of coeliac 
disease 

Refer to Gastroenterology clinic 
OGD and duodenal biopsies 
to confirm diagnosis 

Dietician review ?DEXA scan 

Full set of blood tests # 

Follow-up with results 

Discharge to Primary Care Annual Follow-up 

 Symptom assessment 
 Dietary review / compliance 
 Annual bloods (list as above #) 
 Rpt DEXA – if needed (see below) 
 Offer flu/pneumococcal vaccines 

Consider re-referral to 
Gastroenterology if ongoing 
symptoms or abnormal bloods, in 
those adherent to GFD, to consider 
repeat OGD, SB imaging and 
consideration of other diagnoses 

# Blood tests: 
 FBC 
 ferritin, B12, folate 
 calcium, ALP 
 ALT 
 anti-TTG Abs 
(- TSH, fT4, HbA1c) 
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Epidemiology 
In large scale screening studies in the UK, 1% of the population were found to be affected 
with coeliac disease, though up to 75% of patients remain undiagnosed.  High risk groups 
include those with a family history (10-15% of first degree relatives are affected) and those 
with other autoimmune conditions 
 
Clinical Features (*) 
Traditional malabsorptive symptoms: 
 diarrhoea 
 steatorrhoea 
 weight loss 
 failure to thrive  
 
Non-classical symptoms: 
 asymptomatic 
 tiredness (ought to be part of a ‘tiredness screen’ blood test) 
 anaemia 
 unexplained iron, vitamin B12 or folate deficiency 
 vague abdominal symptoms (abdominal pain, bloating, nausea) 
 neuropathy 
 ataxia 
 depression 
 short stature 
 osteomalacia and osteoporosis 
 liver disease and abnormal liver biochemistry 
 adverse pregnancy outcomes 
 lymphoma 
 severe or persistent mouth ulcers 
 
Co-existing conditions: 
 autoimmune conditions 

o hypo/hyperthyroidism 
o type 1 diabetes mellitus 
o other AI conditions 

 dermatitis herpetiformis 
 osteoporosis 
 
Diagnosis: 
1. Blood tests 

IgA tissue transglutaminase Abs (anti-tTG Abs) is the test used primarily at Homerton (IgA 
endomysial Abs (EMA) is useful if tTG is weakly positive) 

 
Important: Homerton lab will give the total IgA levels along with the coeliac serology, 
which often is available before the tTG antibodies – this is not the coeliac result (many 
patients have been referred to Gastro clinic with a raised IgA level, due to a 
misunderstanding of the results).  
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This is relevant if the patient is IgA deficient, in which case the IgA tTG or EMA levels may 
be falsely low/normal even in a coeliac patient, and in patients who are IgA-deficient, IgG 
tTG can be requested (Homerton lab will usually process this automatically). 
 
False negatives: The IgA TTG tests have high sensitivity (98%) and specificity (95%), but 
there remains is a small proportion of patients with seronegative coeliac disease 
(especially those already on a gluten free diet) – so patients in whom there is a high clinical 
suspicion should be referred for OGD and duodenal biopsies, even if blood tests are 
negative (but need to be on gluten containing diet – see below). 

 
2. Endoscopy 

Upper GI endoscopy and duodenal biopsies is still considered the gold standard method 
of diagnosis in adults.  Histology can show increased intraepithelial lymphocytes, crypt 
hyperplasia, subtotal villous atrophy or total villous atrophy. 

 
3. Other tests (in secondary care) 

 genetic tests: rarely used in adults; but can be helpful in ruling the disease out (coeliac 
linked to HLA DQ2 or DQ8)  

 capsule endoscopy: less reliable 
 
Patients on a gluten-free diet 
All the tests above require patients to be on a gluten-containing diet (at least one meal 
containing gluten per day for 6 weeks) to make a positive diagnosis. Some patients not 
formally diagnosed with coeliac disease feel unable to comply with this if their symptoms are 
worsened. Many of these are likely to have the more benign gluten intolerance. 
 
It is worth encouraging patients to try to comply with a 6 week gluten-containing diet prior to 
a diagnostic test, as a formal diagnosis of coeliac will enable the identification of patients who 
need future monitoring (blood tests, DEXA scans, etc) and also family screening (10% of first 
degree relatives have coeliac also). Also, patients not formally diagnosed with coeliac should 
not be prescribed gluten-free foods. 
 
Management – Gluten Free Diet (GFD) 
All patients should be referred to a dietician to run through the details of a GFD. Many 
patients find it very helpful to look on the Coeliac UK website, which has a wealth of 
information and gluten-free recipes (https://www.coeliac.org.uk/home/) 
 
Some gluten free foods can be prescribed on the NHS – a full list can be downloaded from: 
https://www.coeliac.org.uk/document-library/128-prescribable-products-
list/?return=/gluten-free-diet-and-lifestyle/prescriptions/ 
 

https://www.coeliac.org.uk/home/
https://www.coeliac.org.uk/document-library/128-prescribable-products-list/?return=/gluten-free-diet-and-lifestyle/prescriptions/
https://www.coeliac.org.uk/document-library/128-prescribable-products-list/?return=/gluten-free-diet-and-lifestyle/prescriptions/
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Osteoporosis Risk 
A DEXA scan should be considered for people with coeliac disease and at higher risk of 
osteoporosis with one of the following: 
 post-menopausal women 
 aged >65 
 aged <65 and an independent risk factor (parental history of hip fracture; alcohol intake 

of ≥4 units per day; or rheumatoid arthritis).  
 any age and ≥2 of the following risk factors: persisting symptoms while on gluten-free diet 

for 1 year, or poor adherence to gluten-free diet; weight loss >10%; BMI (body mass index) 
less than 20 kg/m2. 

 about to start a course of corticosteroids for >3 months 
 
Annual Follow-up in Primary Care 
1. Symptom assessment: and measure weight/BMI annually 
2. Diet assessment: discuss compliance with gluten-free diet; ensure adult patients are 

taking ≥1000mg calcium per day; offer further dietician review if patient would benefit; 
offer foods on prescription – NHS prescribable list available on 
https://www.coeliac.org.uk/document-library/128-prescribable-products-
list/?return=/gluten-free-diet-and-lifestyle/prescriptions/.  

3. Annual blood tests: to check for signs of malabsorption and anti-TTG abs should be 
negative if patient compliant with GFD 

 
 
 
 
 
 
 
 
 

 FBC 
 ferritin, B12, folate 
 calcium, ALP 
 ALT 
 anti-TTG Abs  
 (- TSH, fT4, glucose/HbA1c) -  if indicated 

https://www.coeliac.org.uk/document-library/128-prescribable-products-list/?return=/gluten-free-diet-and-lifestyle/prescriptions/
https://www.coeliac.org.uk/document-library/128-prescribable-products-list/?return=/gluten-free-diet-and-lifestyle/prescriptions/
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4. Repeat endoscopy and duodenal biopsies (available through Homerton Direct Access 
Upper GI Endoscopy) 
 
Some experts favour repeat intestinal biopsy after 1-5 years of dietary therapy, as 
serological markers often resolve, but villous atrophy sometimes doesn’t. Other experts, 
however, do not believe a repeat biopsy is esssential for coeliac management in typical 
cases, and there is little evidence to address whether clinical outcomes are significantly 
altered as a result of re-biopsy and that the cost–benefit analysis of such an approach has 
yet to be fully established. 
 
Repeat duodenal sampling should certainly be considered in patients with ongoing 
symptoms. To identify refractory (unresponsive) coeliac disease – see below. 
 

5. Immunizations 
Coeliac disease can cause splenic dysfunction and immunization is therefore 
recommended against pneumococcus (Streptococcus pneumoniae), Neisseria 
meningitis group C and Haemophilus influenza type B (if not already given in routine 
childhood vaccinations), and influenza annually. 
 

6. Family screening 
First degree family members should be offered blood tests for coeliac screening (10% of 
FDRs will also have coeliac disease) 

 
Ongoing symptoms 
If malabsorption, diarrhoea, or other symptoms recur or persist despite strictly adhering to a 
gluten-free diet: - patient is likely to require referral back to Gastroenterology clinic: 
 Other GI conditions need to be excluded, or diagnosed and managed: such as irritable 

bowel syndrome, inflammatory bowel disease, and microscopic colitis. 
 Investigation for complications of coeliac disease — such as pancreatic insufficiency, 

bacterial overgrowth, intestinal lymphoma, pancreatic cancer, lactose intolerance, and 
protein-losing enteropathy. 

Refractory (unresponsive) coeliac disease — this is a rare condition, but carries with it an 
increased risk of lymphoma and high rates of morbidity and mortality. Treatment is usually in 
secondary care, and could include corticosteroids, azathioprine, or total parenteral nutrition. 
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