Appendix 1

QUESTIONNAIRE
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Name : 

Center : 

Country:                                                                     e-mail:

1. I attend patients with Coeliac Disease for more than: 
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5years


10 years

1 5 years

20 years  

2. Number of new CD patients I diagnose per year is:  

      <15                  15-25           25-50            > 50  

3. Number of new CD patients younger than  2 years I diagnose per year is:  

      <10                  10-20          20-40            > 40  

4. In symptomatic patients  to establish the diagnosis of  CD I  perform a 1st Biopsy before starting a GFD:

Always 

Not in TTG IgA or EMA IgA positive patients

Not in  DQ2/DQ8 patients with positive TTG IgA or EMA IgA  

Not in  DQ2/DQ8 patients with positive TTG IgA or EMA IgA  if 1st degree relative with CD

 Not in  DQ2/DQ8 patients with positive TTG IgA or EMA IgA  if associated autoimmune disease

Other (specify)………………………………………………………………….

5. In asymptomatic patients ( positive markers by screening)   to establish the diagnosis of Coeliac Disease I  perform a 1st Biopsy before starting a GFD: 

Always 

Not in TTG IgA or EMA IgA positive patients

Not in   DQ2/DQ8 patients with positive TTG IgA or EMA IgA  

Not in  DQ2/DQ8 patients if 1st degree relative with CD

 Not in  DQ2/DQ8 patients if associated autoimmune disease

Other (specify)…………………………………

6. In IgA deficient patients to establish the diagnosis of  Coeliac Disease I  perform a 1st Biopsy before starting on a GFD:

Always  

I follow the same policy as for patients with normal IgA levels, but using IgG markers 

7. I perform HLA genotyping:  

In all patients with clinical suspicion of CD

In selected cases to support diagnosis 

To select patients in at risk groups 

I have no facilities for HLA genotyping

Other (specify)…………………………………

8. I perform a Gluten challenge :

Always 

Never 

If diagnosis established (1st biopsy) before the age of 2 years 

If 1st biopsy not performed or not valid

If 1st biopsy not characteristic   (Marsh 2) 

If 1st biopsy not characteristic   (Marsh 1)

Other (specify)………………………………………………………………….

9. Before starting a  Gluten challenge I  perform a biopsy:  

Always 

Never 

If 1st biopsy not performed or not valid

In selected cases (specify)………………………………………………..

10. After Gluten challenge,  to ascertain recurrence of the disease:  

I always perform a Biopsy 

I consider recurrence if serological or clinical response occurs 

I consider recurrence if serological plus clinical response occurs 

I perform a Biopsy only in selected cases (specify) ……………………… ………………………..

11. At present I follow the 1990 ESPGHAN criteria:  

YES and they should not be modified 

YES but in my opinion they should be modified 

I do NOT  follow the 1990 ESPGHAN criteria   

 I do NOT  follow the 1990 ESPGHAN criteria; I follow the 1969 ESPGHAN criteria 

12.  In what sense should the 1990 ESPGHAN criteria be modified  for symptomatic patients?  

 Adding HLA typing in the diagnostic work up  

No 1st biopsy required if TTG IgA or EMA IgA positive. 

No 1 st biopsy required if TTG IgA or EMA IgA positive + DQ2/DQ8 positive

 Other (specify) ……………………… ………………………..

13. In what sense should the ESPGHAN criteria (1990) be modified for silent patients detected by screening (convincingly  positive  TTG IgA or EMA IgA)?
Adding HLA typing in the diagnostic work up  

No 1 st biopsy required  

No 1 st biopsy required if DQ2and /or /DQ8 positive

No 1 st biopsy required if a 1st degree relative with CD

 No 1 st biopsy required if an associated autoimmune disease

Other (specify) ……………………… ………………………..

14. In what sense should the 1990 ESPGHAN criteria be modified, as far as challenge is concerned? 

Criteria for challenge should not be modified

Challenge should be performed if    1 st biopsy not performed or not valid

Challenge should be performed if 1 st biopsy does not show at least a MARSH 3a lesion

No challenge obligatory for children diagnosed (1st biopsy) before the age of 2 
No challenge for EMA or TTG seropositive, independently of biopsy

15. If a gluten challenge is performed, how should the response be assessed?

By positive serology 

By clinical symptoms

Both by serological plus clinical response  

By Biopsy
 Other (specify) ……………………… ………………………..

16. Do coeliac patients in your country have any kind of governmental reimburse to cover cost of Gluten Free Products? 

Not at all 

Yes, but a physician statement is needed confirming a biopsy based diagnosis. 

Yes and a biopsy is not mandatory. 
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ADDITIONAL COMMENTS: 
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