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[bookmark: _Ref459570387][bookmark: _Toc513904089]Figure S1. Number of items, and amendments made, at each stage of development of the Coeliac Disease Patient Experience Questionnaire
Development of candidate items
Stage 1 - Initial appraisal of candidate items
34 amended
13 added
23 deleted
Stage 2 - Expert opinions
Stage 3 - Cognitive interviews

 31 amended
1 added
1 deleted
 Round 1: 25 amended, 
1 added, 4 deleted
Round 2: 21 amended, 
3 added, 4 deleted
Qualitative development
Refining and pre-testing the questionnaire
 57 items developed
43 items (final version)1
47 items
47 items
1Note that some items had more than one part, resulting in a total of 53 questions


  


[bookmark: _Ref426637098][bookmark: _Toc513904124]Table S1. Strata used to sample Coeliac UK members for the survey
	Stratum
	Ethnicity
	Age group
	Gender
	n (proposed)
	n (actual)

	1
	White
	<= 40
	Female
	160
	160

	2
	White
	<= 40
	Male
	160
	160

	3
	White
	> 40
	Female
	160
	160

	4
	White
	> 40
	Male
	160
	160

	5
	BMEa
	<= 40
	Female
	40
	44

	6
	BME
	<= 40
	Male
	40
	31

	7
	BME
	> 40
	Female
	40
	40

	8
	BME
	> 40
	Male
	40
	45

	
	
	
	Total
	800
	800


aBlack and Minority Ethnic (BME) Groups

It was not possible to precisely achieve the proposed stratified sample as Coeliac UK’s database did not have a sufficient number of younger, male Black and Minority Ethnic members.  Additional members were selected from other Black and Minority Ethnic group strata to account for this.


[bookmark: _Ref443482945][bookmark: _Toc513904131][bookmark: _Ref463527633][bookmark: _Ref463523231]Table S2. Number of respondents for which there is missing data due to non-response or skip patterns
	Item description
	Missing data
(non-response)
	Skipped data
(question not applicable to respondent)
	Totala

	
	n
	%
	n
	%
	n
	%

	Diagnosis
	
	
	
	
	
	

	Felt their diagnosis of coeliac disease was slow
	3
	1.1
	39
	14.6
	42
	15.7

	Health professional didn’t always inspire confidence
	8
	3.0
	39
	14.6
	47
	17.5

	Health professional didn’t always listen carefully
	5
	1.9
	39
	14.6
	44
	16.4

	Health professional didn’t always take symptoms seriously
	5
	1.9
	39
	14.6
	44
	16.4

	Did not receive enough information at time of diagnosis
	3
	1.1
	18
	6.7
	21
	7.8

	Informed of diagnosis in a somewhat unprofessional or inappropriate manner
	3
	1.1
	18
	6.7
	21
	7.8

	Did not receive enough information throughout diagnostic process
	3
	1.1
	18
	6.7
	21
	7.8

	Slow wait to receive an endoscopy
	7
	2.6
	18
	6.7
	25
	9.3

	Not offered blood test to diagnose coeliac disease
	38
	14.2
	18
	6.7
	56
	20.9

	Not offered an endoscopy to diagnose coeliac disease
	8
	3.0
	18
	6.7
	26
	9.7

	Dietary advice
	
	
	
	
	
	

	Dietary advice summary score
	-
	-
	-
	-
	-
	-

	Slow access to see dietitian following diagnosis
	1
	0.4
	37
	13.8
	38
	14.2

	Not offered second appointment with dietitian when needed
	3
	1.1
	37
	13.8
	40
	14.9

	Unhelpful first dietetic appointment
	1
	0.4
	37
	13.8
	38
	14.2

	No access to dietitian following diagnosis when needed
	3
	1.1
	18
	6.7
	21
	7.8

	Follow-up appointments
	
	
	
	
	
	

	Pneumococcal vaccination not offered
	27
	10.1
	0
	0
	27
	10.1

	Follow-up summary score
	-
	-
	-
	-
	-
	-

	Follow-up appointments not occurring (but individual would like to have follow-up)
	7
	2.6
	0
	0
	7
	2.6

	Questions at follow-up appointment not always answered adequately
	1
	0.4
	131
	48.9
	132
	49.3

	Unhelpful follow-up appointment
	0
	0
	109
	40.7
	109
	40.7

	Regular follow-up is infrequent
	1
	0.4
	109
	40.7
	110
	41.0

	No opportunity to ask questions at follow-up appointment

	0
	0
	109
	40.7
	109
	40.7

	Prescriptions
	
	
	
	
	
	

	Expensive cost of prescriptions
	2
	0.7
	203
	75.7
	205
	76.5

	Not given enough information about prescriptions
	4
	1.5
	0
	0
	4
	1.5

	Difficulties obtaining prescriptions
	4
	1.5
	0
	0
	4
	1.5

	Knowledge and information
	
	
	
	
	
	

	Felt GPs weren’t always knowledgeable about coeliac disease
	6
	2.2
	0
	0
	6
	2.2

	GP didn’t always have good understanding of coeliac disease
	6
	2.2
	0
	0
	6
	2.2

	Information and advice not always available from health professional when needed
	10
	3.7
	0
	0
	10
	3.7

	Not given enough information about medical test results
	6
	2.2
	0
	0
	6
	1.5

	Felt dietitians lacked knowledge about coeliac disease
	5
	1.9
	0
	0
	5
	1.9

	Health professionals provided inconsistent information and advice
	4
	1.5
	0
	0
	4
	1.5

	Felt specialist hospital doctors lacked knowledge about coeliac disease
	6
	2.2
	0
	0
	6
	2.2


a ≥ 20% highlighted in bold.



[bookmark: _Ref448740791][bookmark: _Toc463564415]Table S3. Characteristics of survey respondents (n=268)
	Characteristic
	n
	%

	Age (years)a
	49.5 ± 18.9
	

	
	18-29
	45
	16.8

	
	30-39
	59
	22.0

	
	40-49
	30
	11.2

	
	50-59
	38
	14.2

	
	60-69
	33
	12.3

	
	70-79
	47
	17.5

	
	80-89
	11
	4.1

	Sex
	
	

	
	Female
	166
	61.9

	
	Male
	97
	36.2

	Marital status
	
	

	
	Married / civil partnership
	159
	59.3

	
	Single
	75
	28.0

	
	Widowed
	13
	4.9

	
	Divorced
	11
	4.1

	
	Separated
	5
	1.9

	Ethnicity
	
	

	
	White
	234
	87.3

	
	Black and minority ethnicities
	29
	10.8

	Occupational status
	
	

	
	Full-time paid work
	92
	34.3

	
	Fully retired
	62
	23.1

	
	Part-time paid work
	34
	12.7

	
	Self-employed
	22
	8.2

	
	Looking after the home
	14
	5.2

	
	Full-time education
	12
	4.5

	
	Doing something else
	7
	2.6

	
	Permanently sick or disabled
	7
	2.6

	
	Unemployed
	4
	1.5

	
	Missing / multiple data
	14
	5.2

	Number of comorbidities
	
	

	
	0
	71
	26.5

	
	1
	78
	29.1

	
	2
	49
	18.3

	
	3
	36
	13.4

	
	4
	16
	6.0

	
	5 or more
	9
	3.4

	Duration since diagnosis (years)a
	7.49 ± 9.67
	

	
	<1
	28
	10.4

	
	1-4
	113
	42.2

	
	5-9
	40
	14.9

	
	10-14
	40
	14.9

	
	15-19
	15
	5.6

	
	20-24
	4
	1.5

	
	≥25
	16
	6.0




Table S3 (continued). Characteristics of survey respondents (n=268)
	Impact of CD on health
	
	

	
	No impact
	24
	9.0

	
	Mild impact
	80
	29.9

	
	Moderate impact
	107
	39.9

	
	Severe impact
	38
	14.2

	
	Very severe impact
	17
	6.3

	Purposefully consumed gluten in last 12 months
	
	

	
	Never
	193
	72.0

	
	Rarely
	40
	14.9

	
	Sometimes
	28
	10.4

	
	Often
	4
	1.5

	
	Always
	1
	0.4


aMean ± SD
Note: Missing data <5% is not reported.
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Table S4: Health‐related quality of life in coeliac disease—CDAQ scores
	
	n
	Mean
	SD

	CDAQ
	
	
	

	Overall index score
	254
	53.56
	18.05

	Stigma
	262
	52.58
	21.55

	Dietary burden
	262
	39.50
	19.19

	Symptoms
	264
	59.38
	24.09

	Social isolation
	263
	67.41
	23.17

	Worries and concerns
	264
	50.00
	21.11


aCDAQ scores range from 0 (poorest quality of life) to 100 (highest quality of life).


Table S5. Multiple linear regression analysis of factors associated with CDAQ dimension scores, with ‘total problem score’ as an independent variable
	Dependent variable
Independent variables
	Unstandardised coefficients
	β
	t
	p

	
	b
	SE(b)
	
	
	

	CDAQ stigma score
	
	
	
	
	

	Constant
	46.66
	
	
	
	

	Age
	0.32
	0.07
	0.28
	4.88
	<0.001

	Male
	7.68
	2.36
	0.17
	3.26
	0.001

	No of comorbidities
	-2.46
	0.81
	-0.17
	-3.02
	0.003

	Total problem score
	-1.48
	0.27
	-0.31
	-5.46
	<0.001

	CDAQ dietary burden score
	
	
	
	
	

	Constant
	42.90
	
	
	
	

	Years since diagnosis
	0.41
	0.13
	0.19
	3.26
	0.001

	Male
	6.30
	2.33
	0.16
	2.70
	0.007

	Consumes gluten
	
	
	
	
	

	Never
	Reference
	
	
	
	

	Rarely
	-2.12
	3.09
	-0.04
	-0.69
	0.493

	Sometimes
	-8.78
	3.72
	-0.14
	-2.36
	0.019

	Often or always
	-20.22
	7.89
	-0.15
	-2.56
	0.011

	Total problem score
	-1.16
	0.26
	-0.28
	-4.57
	<0.001

	CDAQ symptoms score
	
	
	
	
	

	Constant
	62.66
	
	
	
	

	Age
	0.21
	0.09
	0.16
	2.28
	0.024

	Male
	8.20
	2.72
	0.16
	3.02
	0.003

	No of comorbidities
	-5.01
	0.94
	-0.30
	-5.33
	<0.001

	Black and minority ethnicities
	-8.60
	4.11
	-0.11
	-2.09
	0.037

	Marital status
	
	
	
	
	

	Single
	Reference
	
	
	
	

	Married
	3.89
	3.38
	0.08
	1.15
	0.251

	Separated or divorced
	-11.52
	5.84
	-0.12
	-1.98
	0.049

	Widowed
	6.10
	7.45
	0.05
	0.82
	0.414

	Consumes gluten
	
	
	
	
	

	Never
	Reference
	
	
	
	

	Rarely
	-0.68
	3.56
	-0.01
	-0.19
	0.849

	Sometimes
	-10.88
	4.26
	-0.14
	-2.55
	0.011

	Often or always
	10.10
	9.36
	0.06
	1.08
	0.281

	Total problem score
	-1.35
	0.31
	-0.25
	-4.34
	<0.001

	CDAQ social isolation score
	
	
	
	
	

	Constant
	84.53
	
	
	
	<0.001

	Male
	5.74
	2.62
	0.12
	2.19
	0.029

	No of comorbidities
	-3.07
	0.87
	-0.19
	-3.52
	0.001

	Total problem score
	-2.27
	0.28
	-0.44
	-8.19
	<0.001

	CDAQ worries and concerns score
	
	
	
	
	

	Constant
	54.94
	
	
	
	<0.001

	Age
	0.18
	0.07
	0.16
	2.59
	0.010

	No of comorbidities
	-2.32
	0.84
	-0.16
	-2.76
	0.006

	Total problem score
	-1.68
	0.28
	-0.36
	-5.90
	<0.001




