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Supplementary Material
1 [bookmark: _Ref87433639][bookmark: _Toc95468377]Appendix: Screening and background questions
The screening questions are provided in English, as developed for the UK. Programming instructions for skip logics, direction to survey version (ST/HF), and exclusion are provided in italics.
1.1 [bookmark: _Toc95468378] Caregiver screening questions
[bookmark: _Hlk48660672]Only one caregiver per child can take part in the survey (verified via IP).

1. In which country do you live?
[bookmark: _Hlk48660683]Selection of United Kingdom, France, Germany, Italy, or Spain leads to continuation of screener. Other countries are excluded.

2. Are you fluent in English?  
Answer options are Yes/No. We do not screen out a person who is not fluent in English but instead we provide them with survey in the language they best understand, when available.
[bookmark: _Hlk48660743] 
3. Are you a caregiver of a child/adolescent diagnosed with (can check multiple):
· Anxiety disorder
· Attention-deficit/hyperactivity disorder (ADHD)
· Autism spectrum disorder (ASD)
· Bipolar disorder
· Conduct disorder
· Depressive disorder
· [bookmark: _Hlk90991487]Obsessive compulsive disorder
· Social (Pragmatic) Communication Disorder (SCD)
Any combination with ASD is valid to continue, except for SCD. By definition, SCD means only one core symptom of ASD is present instead of two. Therefore, exclude in case both ASD and SCD are checked.

You may be the caregiver of more than one autistic child/ adolescent. While filling out the below questions, we ask you to only take into account the child or adolescent who in your view would require most support. 

4. What is the current age of the child/ adolescent that you are caring for? 
______________ years old 
Age of child should be 2-17 (including 2 and 17).
5. Has your child ever been diagnosed with intellectual disability?
· Yes
· No
· Do not know
· Prefer not to answer

6. Do you know the child’s IQ?
· Yes: _________
· No
· Prefer not to answer

If age (Q4) < 6 years, direct respondent to ST survey
If age ≥ 6 years, use IQ (Q6)

If IQ (Q6) < 80[footnoteRef:2], direct respondent to ST survey [2:  An IQ cut-off of 80 is in line with the CARS2 manual (1) though other cut-offs are also in use, e.g. an IQ of 70 (2)] 

If IQ ≥ 80, direct respondent to HF survey
If IQ not available, use ID (Q5)

If ID (Q5) = Yes, direct respondent to ST survey
If ID = No, direct respondent to HF survey
If ID = not available, excluded (no means to assess to which survey the caregiver should be directed

With the answer to Q6 regarding IQ dominating over the answer to Q5 regarding ID, it is allowed for caregivers to take part in the HF survey (IQ ≥ 80), whereas they did report the presence of ID.

1.1.1 [bookmark: _Toc95468379]Soft quota
The soft quota indicate the representation we strived for during recruitment. Not all soft quota were met.
Table 1 Caregivers: Soft quotas and samples achieved
	Country
	200 caregivers (within each country)

	ST/HF
	ST: 100 at minimum, 140 at maximum
	HF: 60 at minimum, 100 at maximum

	France
	116
	84

	Germany
	120
	80

	Italy
	137
	63

	Spain
	128
	72

	UK
	118
	82

	Age of child
	2-6 years
20 at minimum, no maximum
	7-12 years 
20 at minimum, 40 at maximum
	13-17 years 20 at minimum, 40 at maximum
	2-6 years
HF only used for 6-year-olds in this age bin. No soft quota.
	7-12 years
20 at minimum, no maximum
	13-17 years
20 at minimum, no maximum

	France
	33
	43
	40
	7
	45
	32

	Germany
	25
	65
	30
	11
	43
	26

	Italy
	44
	61
	32
	3
	39
	21

	Spain
	29
	65
	34
	3
	45
	24

	UK
	39
	38
	41
	6
	50
	26



1.2 [bookmark: _Toc95468380]Clinician screening questions
1. In which country do you live?
Selection of United Kingdom, France, Germany, Italy, or Spain leads to continuation of screener. Other countries are excluded.

2. Are you fluent in English?  
Answer options are Yes/No. We do not screen out a person who is not fluent in English but instead we provide them with survey in the language they best understand, when available.

3. Are you a medical doctor?
· Yes
· No
‘Yes’ leads to 4A. ‘No’ leads to 4B.

4. A) What is your profession? (check one only)
· Paediatrician
· Neurologist
· Child Neurologist
· Other
· Psychiatrist
· Child psychiatrist
· Neuropsychiatrist
· Child neuropsychiatrist
· None of the above

B) What is your profession? (check one only)
· Nurse
· Paediatric nurse
· Other
· Social worker
· (Early childhood) educator
· Childcare assistant
· Childminder
· Early childhood educator
· Specialised educator 
· Teacher
· Psychologist
· Neuropsychologist
· Clinical psychologist 
· Psychotherapist 
· Cognitivist
· Other
· Child psychologist
· Psychotherapist 
· Cognitivist
· Other
· Educational psychologist
· Pharmacologist
· Neuropharmacologist
· Speech therapist
· Occupational therapist
· Psychomotor therapist
· Physiotherapist
· [bookmark: _Hlk39304898]None of the above
All answers lead to inclusion, except for ‘None of the above’, leading to exclusion (at least verification with recruiter is needed).
 
5. Please estimate how many days per your working week you spend diagnosing and/or managing children/adolescents with ASD.

 _______________________ (days per working week, one decimal)
≥ 1.5 working days per week required for inclusion.

6. Please indicate how long have you been working with children/adolescents with ASD.

_______________________ (years)
≥ 2 years required for inclusion.

7. Please indicate approximately the age distribution of the children, adolescents and adults with ASD whom you see in your practice:
Age:

· 2-6 years						______(%)
· 7-12 years						______(%)
· 13-17 years	 					______(%)
· adults (18 years and above)				______(%)
In case percentage allocated to 18 years and above > 50%, clinician screens out (excluded).

8. Bearing in mind only the children and adolescents whom you see in your practice, please indicate approximately their distribution:
Gender:

· Male   						_______ (%)
· Female   						_______ (%)
· Non-binary 						_______ (%)

[bookmark: _Hlk38305793]Degree of ASD:

· Not requiring support 				_______ (%)
· Requiring support      				_______ (%)
· Requiring substantial support			_______ (%)
· Requiring very substantial support 			_______ (%)

Level of intellectual (dis)ability:

· 	Average and above average ability (IQ ≥80)			_______ (%)
· 		Borderline and mild intellectual disability (IQ 50-79)	_______ (%)
· 		Moderate and severe intellectual disability (IQ<50)	_______ (%)

Is the distribution in terms of intellectual (dis)ability based on:
· 		Formal assessments of IQ levels
· 		Own estimation
· 		Both own estimation and formal assessment

If age (Q7) ≥ 50% of paediatric sample falls within the age bin 2-6 years, direct respondent to ST survey[footnoteRef:3] [3:  This ‘age rule’ was adjusted to meet the soft quota. In the UK and France (the two countries that were part of the soft launch), we started with 50% and lowered to 25%. In Italy, Germany and Spain, we started with 25% and increased to 50% to meet the soft quota.] 


If ID (Q8) ≥ 50% consists of combined group of borderline and mild intellectual disability (IQ 50-79) and moderate and severe intellectual disability (IQ<50), direct respondent to ST survey

In all other cases, direct respondent to HF survey.
1.2.1 [bookmark: _Toc95468381]Soft quota
Table 2 Clinicians: Soft quotas and sample achieved
	Country
	200 clinicians (within each country)

	ST/HF
	ST: 100 at minimum, 140 at maximum
	HF: 60 at minimum, 100 at maximum

	France
	128
	72

	Germany
	142
	58

	Italy
	142
	58

	Spain
	140
	60

	UK
	133
	67

	Prescribing (medical doctors)/non-prescribing
	Prescribing:  
50 at minimum, 90 at maximum
	Non-prescribing: complement of prescribing
	Prescribing:
30 at minimum, 50 at maximum
	Non-prescribing: complement of prescribing

	France
	90
	38
	50
	22

	Germany
	90
	52
	51
	7

	Italy
	94
	48
	40
	18

	Spain
	95
	45
	43
	17

	UK
	83
	50
	50
	17


ST: Standard CARS2; HF: High Functioning CARS2
Table 3 Clinicians: Profession soft quotas and samples achieved
	Country
	Professions

	Psychologists/ medical doctors / other
	Psychologists:
30 at minimum, 100 at maximum

	MDs: 60 at minimum, 140 at maximum

	Not MDs, not psychologists: 30 at minimum, 100 at maximum

	France
	28
	140
	32

	Germany
	7
	141
	52

	Italy
	16
	134
	50

	Spain
	3
	139
	59

	UK
	22
	133
	45


MD: Medical Doctor


1.3 [bookmark: _Toc95468382]Caregiver background questions
1. [bookmark: _Hlk37830420]You have been invited to participate in this research as the caregiver of an autistic child/ adolescent. You may be the caregiver of more than one autistic child. Please indicate of how many autistic children/ adolescents you are the caregiver:

______________ (number)

1. What is your current age? 

______________ years old 

2. [bookmark: _Hlk37831145]What is your gender? (check one only)
· Male
· Female
· Non-binary
· Prefer not to answer

3. Are you autistic yourself?
· No
· Yes, I have been diagnosed
· I believe I am, but have not been diagnosed
· Prefer not to answer

4. What is your postcode? (please write the first half of your postcode, e.g. for ‘YO10 5NQ’, you would write ‘YO10’)
____________
Verify that code entered exists in the country. Outward code can be 2 to 4 characters.

5. [bookmark: _Hlk48672340]What is the highest level of education you have completed? (check one only)
· Elementary/ primary school
· Secondary/ high school/ A-level college 
· Vocational qualification
· Bachelor’s degree
· Professional qualification at degree level
· Post-graduate certificate (no Master’s degree)
· Post-graduate degree (Master’s degree, PhD)
· Prefer not to answer

6. How many people are in your household?
	____________ adults (18 years and above)
	____________ children aged 2-6 years
	____________ children aged 7-12 years
	____________ children aged 13-17 years

7. What was your yearly gross household income in 2019? (check one only)
· Less than £10,000 
· £10,000 - £19,999 
· £20,000 - £29,999 
· £30,000 - £39,999 
· £40,000 - £49,999 
· £50,000 - £59,999 
· £60,000 - £69,000 
· £70,000 - £79,000 
· £80,000 - £89,000 
· £90,000 - £99,000 
· More than £100,000 
· Prefer not to answer
[bookmark: _Hlk38275503]You may be the caregiver of more than one autistic child/ adolescent. While filling out the below questions, we ask you to only take into account the child or adolescent who in your view would require most support. 

8. What is your relationship with the child whom you are caring for? (check one only)
· Child, step or adopted child
· Grandchild, step or adopted grandchild
· (Step, adopted) sibling
· Another close relative
· Friend

9. What is the gender of the autistic child/adolescent whom you are caring for? (check one only)
· Male
· Female
· Non-binary
· Prefer not to answer

10. At what age was the child/ adolescent diagnosed with autism?
[bookmark: _Hlk37835203]      _________________ years old

11. What kind of services/support does the child/ adolescent receive? (can check multiple)
· Speech therapy 
· Occupational therapy (help with everyday activities)
· Psychological therapy 
· Peer support group
· One-on-one support
· at school
· at home (for example, receiving applied behavior analysis therapy, relationship development intervention therapy, etc.)
· Adapted nursery
· If yes, do you follow nursery methods at home as well? ___________(yes/no)
· [bookmark: _Hlk48815938]Specialist school providing adapted support
· If yes, do you follow school methods at home as well?
___________(yes/no)
· Pharmacological support for (can check multiple) 
· Attention deficit/hyperactivity disorder (ADHD)
· Anxiety
· Depression
· Irritability
· (Self-)aggression
· Constipation
· Other gastrointestinal problems (for example, irritable bowel syndrome)
· Epilepsy	
· Problems with sleep 
· Other					
· Special diet (for example, gluten-free diet)
· Other supplements (for example, Omega 3, Gamma-Aminobutyric Acid (GABA) etc.) 
· Prefer not to answer

1.4 [bookmark: _Toc95468383]Clinician background questions
1. Which description best describes your type of practice? (check one only)
· Teaching hospital
· Non-teaching general hospital
· Public psychiatric hospital
· ASD centre of excellence
· Outpatient clinic
· Private hospital (including psychiatric private clinic)
· Independent practice
· Ambulatory 
· Habilitation centre/ life skills development centre
· Educational organisation
· Regular education
· Special education

2. What is the postcode of your practice? (please write only the first half of your postcode, e.g. for YO10 5NQ you would enter ‘YO10’)
	____________ (first half only)
	Verify that code entered exists in the country.

3. Do you work in: 
· Diagnostic area
· Treatment area
· Both

4. Please estimate how many children/adolescents with ASD you see every month on average.

_______________________(number)

5. Are you familiar with the Childhood Autism Rating Scale (CARS)?
· No
· I have heard of it, but have not used it
· I have used it, but it is not the main instrument in my practice
· This is the main instrument I am using

6. What other standard ASD measures do you use in your practice? (check all that apply)
· Autism Diagnostic Observation Schedule (ADOS)
· Autism Diagnostic Interview (ADI)
· Social Communication Questionnaire (SCQ) 
· Social Responsiveness Scales (SRS) 
· Autism Spectrum Screening Questionnaire (ASSQ)
· Autism Spectrum Quotient (AQ)
· Vineland-II Adaptive Behavior Scales (VABS)
· Diagnostic Interview for Social and Communication Disorders (DISCO)
· Modified Checklist for Autism in Toddlers (M-CHAT)
· Repetitive Behavior Scale-Revised (RBS-R)
· Other ______________________

2 [bookmark: _Ref91072963][bookmark: _Toc95468384]Appendix: Detailed participant characteristics
Table 9 and Table 10 show the characteristics of the caregivers, clinicians and the children under their care for those who responded to the ST version of the CARS2 instrument, and Table 11 and Table 12 for those who responded to the HF version, respectively. 
2.1.1 [bookmark: _Toc95468385]Standard version
[bookmark: _Hlk90991437]A total of 619 caregivers completed the survey for a child who met the criteria for the ST version of the CARS2 questionnaire. The mean age of caregivers across the five countries was 38.9 years (SD 7.7). Mean age was highest in Germany (40.1 years), lowest in Spain (36.5 years). The gender split of caregivers also varied across countries. In Germany, 70.8% of caregivers were male, while in France 49.1% were male, with an overall proportion of 62.2% males across the whole sample. The majority of caregivers reported caring for one child with autism (80.6%), with 7.1% and 2.4% reporting caring for two and three children/adolescents, respectively. The vast majority of caregivers were not autistic themselves (92.1%), and acted as caregivers for their child, stepchild, or adopted child (83.5%). The majority of caregivers reported high levels of education, with 70.3% holding bachelor’s degrees or higher, and 16.5% holding vocational qualification. Germany reporting substantially lower educational attainment, though this can be partly explained by the rather unique system of apprenticeship in Germany, through which many highly skilled professionals are trained without receiving a bachelor’s degree. Income was highest in the UK and Germany, although the real income varies across the categories, as UK income is measured in British Pounds while all other countries are measured in Euros. The autistic children of caregivers who met the criteria for the ST questionnaire had an average age of 9.7 years (SD 4.0), were on average diagnosed at the age of 6 years (SD 3.9), and 79.2% were male. The majority of children (89.7%) were reported to be diagnosed with ID. The mean caregiver-reported score on the 13 CARS2 items included in the DCE was 33.4 (7.6), with Italy reporting the lowest (least severe) mean score (31.8) and Germany the highest (36.8). The median score on the 13 standard CARS2 questions was 33.5. The most common co-reported disorders overall were attention-deficit/hyperactivity disorder (ADHD, 16.3%) and anxiety disorder (9.5%), in line with expectations;(4, 5) although reported prevalence of such disorders varied across countries. Children were reported to receive a range of support services, the most commonly reported being speech therapy (55.3%), psychological therapy (43.5%) and occupational therapy (32.5%).

[bookmark: _Hlk91072034]Six-hundred-eighty-five clinicians participated in the ST survey. The most common respondent professions were pediatricians (26.3%), psychiatrists (23.9%) and neurologists (15.9%); with high participation of neurologists in Italy (27.5%), of psychiatrists in France (41.4%), and of pediatricians in the UK (36.8%). A large proportion reported working in a teaching hospital (33.1%). Clinicians had an average of 13.4 years (SD 7.8) of experience working with autism. The majority of clinicians reported working in both diagnosis and treatment of autism. They reported spending a mean of 3.7 days (SD 1.6) per week diagnosing or managing children/adolescents with autism and saw a mean of 30 children per month. Most clinicians were aware of the CARS2 instrument (93.6%), with over half using it in their practice (58.8%). Clinicians reported that the majority of children seen in their practice were male (60.5%), aged 12 or below (64.3%), with 48.2% requiring substantial or very substantial support, and 28.3% having moderate or severe ID.


[bookmark: _Ref92825391]Table 4 Demographic characteristics of ST survey participants – Caregivers
	Caregivers
	France
	Germany 
	Italy
	Spain
	UK
	Total

	Number of participants
	116
	120
	137
	128
	118
	619

	Age, mean (SD)*
	37.9 (7.0)
	40.1 (7.6)
	39.6 (8.8)
	36.5 (7.3)
	39.2 (7.3)
	38.9 (7.7)

	Gender
	
	
	
	
	
	

	Male
	57 (49.1%)
	85 (70.8%)
	78 (56.9%)
	85 (66.4%)
	80 (67.8%)
	385 (62.2%)

	Female
	59 (50.9%)
	35 (29.2%)
	59 (43.1%)
	43 (43.1%)
	38 (32.2%)
	234 (37.8%)

	Other**
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)

	Number of autistic children*** 
	
	
	
	
	
	

	0
	2 (1.7%)
	1 (0.8%)
	2 (1.5%)
	0 (0%)
	0 (0%)
	5 (0.8%)

	1
	93 (80.2%)
	84 (70.0%)
	125 (91.2%)
	99 (77.3%)
	98 (83.1%)
	499 (80.6%)

	2
	10 (8.6%)
	14 (11.7%)
	7 (5.1%)
	4 (3.1%)
	9 (7.6%)
	44 (7.1%)

	3
	4 (3.4%)
	5 (4.2%)
	3 (2.2%)
	2 (1.6%)
	1 (0.8%)
	15 (2.4%)

	4
	1 (0.9%)
	4 (3.3%)
	0 (0%)
	2 (1.6%)
	5 (4.2%)
	12 (1.9%)

	≥ 5
	6 (5.1%)
	12 (10.0%)
	0 (0%)
	21 (16.4%)
	5 (4.2%)
	44 (7.1%)

	Autistic themselves 
	
	
	
	
	
	

	No
	109 (94.0%)
	107 (89.2%)
	130 (94.9%)
	121 (94.5%)
	103 (87.3%)
	570 (92.1%)

	Yes diagnosed
	4 (3.4%)
	9 (7.5%)
	4 (2.9%)
	2 (1.6%)
	10 (8.5%)
	29 (4.7%)

	Believe so, but no diagnosis
	3 (2.6%)
	3 (2.5%)
	3 (2.2%)
	4 (3.1%)
	4 (3.4%)
	17 (2.7%)

	No answer
	0 (0%)
	1 (0.8%)
	0 (0%)
	1 (0.8%)
	1 (0.8%)
	3 (0.5%)

	Education
	
	
	
	
	
	

	Elementary/primary school
	0 (0%)
	0 (0%)
	0 (0%)
	3 (2.3%)
	0 (0%)
	3 (0.5%)

	Secondary school/A-level
	14 (12.1%)
	46 (38.3%)
	2 (1.5%)
	7 (5.5%)
	10 (8.5%)
	79 (12.8%)

	Vocational qualification
	15 (12.9%)
	24 (20%)
	42 (30.7%)
	15 (11.7%)
	6 (5.1%)
	102 (16.5%)

	Bachelor’s degree or higher
	87 (75.0%)
	50 (41.7%)
	93 (67.9%)
	103 (80.5%)
	102 (86.4%)
	435 (70.3%)

	Gross household income****
	
	
	
	
	
	

	<10,000
	5 (4.3%)
	0 (0%)
	4 (2.9%)
	10 (7.8%)
	0 (0%)
	19 (3.1%)

	10,000-29,999
	26 (22.4%)
	9 (7.5%)
	39 (28.5%)
	43 (33.6%)
	10 (8.5%)
	127 (20.5%)

	30,000-49,999
	32 (27.6%)
	20 (16.7%)
	50 (36.5%)
	38 (29.7%)
	42 (35.6%)
	182 (29.4%)

	50,000-69,999
	35 (30.2%)
	37 (30.8%)
	24 (17.5%)
	11 (8.6%)
	49 (41.5%)
	156 (25.2%)

	70,000-89,999
	14 (12.1%)
	29 (24.2%)
	9 (6.6%)
	5 (3.9%)
	11 (9.3%)
	68 (11.0%)

	>90,000
	2 (1.7%)
	21 (17.5%)
	3 (2.2%)
	20 (15.6%)
	5 (4.2%)
	51 (8.2%)

	No answer
	2 (1.7%)
	4 (3.3%)
	8 (5.8%)
	1 (0.8%)
	1 (0.8%)
	16 (2.6%)

	Relationship with child/adolescent under care:
	
	
	
	
	
	

	Child, step or adopted child
	96 (82.8%)
	98 (81.7%)
	118 (86.1%)
	103 (80.5%)
	102 (86.4%)
	517 (83.5%)

	Grandchild (step or adopted grandchild) 
	2 (1.7%)
	5 (4.2%)
	7 (5.1%)
	3 (2.3%)
	7 (5.9%)
	24 (3.9%)

	Sibling (step or adopted)
	3 (2.6%)
	5 (4.2%)
	1 (0.7%)
	5 (3.9%)
	0 (0%)
	14 (2.3%)

	Another close relative
	8 (6.9%)
	4 (3.3%)
	5 (3.6%)
	12 (9.4%)
	9 (7.6%)
	38 (6.1%)

	Friend
	7 (6.0%)
	8 (6.7%)
	6 (4.4%)
	5 (3.9%)
	0 (0%)
	26 (4.2%)

	Autistic children/adolescents under care

	Age, mean (SD)
	10.0 (4.1)
	9.7 (3.5)
	9.1 (3.9)
	10.0 (3.9)
	9.8 (4.4)
	9.7 (4.0)

	2-6 years
	33 (28.4%)
	25 (20.8%)
	44 (32.1%)
	29 (22.7%)
	39 (33.1%)
	170 (27.5%)

	7-12 years
	43 (37.1%)
	65 (54.2%)
	61 (44.5%)
	65 (50.8%)
	38 (32.2%)
	272 (43.9%)

	13-17 years
	40 (34.5%)
	30 (25.0%)
	32 (23.4%)
	34 (26.6%)
	41 (34.7%)
	177 (28.6%)

	Age at diagnosis of ASD, mean (SD)
	6.0 (3.9)
	6.3 (3.4)
	4.9 (3.5)
	4.9 (3.1)
	8.0 (4.6)
	6.0 (3.9)

	Gender 
	
	
	
	
	
	

	Male
	95 (81.9%)
	91 (75.8%)
	106 (77.4%)
	102 (79.7%)
	96 (81.4%)
	490 (79.2%)

	Female
	21 (18.1%)
	29 (24.2%)
	29 (21.2%)
	26 (20.3%)
	21 (17.8%)
	126 (20.4%)

	Other**
	0 (0%)
	0 (0%)
	2 (1.5%)
	0 (0%)
	1 (0.8%)
	3 (0.5%)

	Diagnosis of intellectual disability 
	
	
	
	
	
	

	Yes
	101 (87.1%)
	110 (91.7%)
	128 (93.4%)
	117 (91.4%)
	99 (83.9%)
	555 (89.7%)

	No
	15 (12.9%)
	10 (8.3%)
	9 (6.6%)
	11 (8.6%)
	19 (16.1%)
	64 (10.3%)

	Do not know
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)

	No answer
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)
	0 (0%)

	Child IQ
	
	
	
	
	
	

	Knew child’s IQ
	26 (22.4%)
	40 (33.3%)
	29 (21.2%)
	19 (14.8%)
	64 (54.2%)
	178 (28.8%)

	IQ, Mean (SD)
	58.2 (26.2)
	49.0 (31.6)
	52.6 (24.9)
	64.2 (32.8)
	50.0 (26.0)
	52.9 (28.1)

	Average and above average ability (IQ≥80)
	1 (3.8%)
	3 (7.5%)
	3 (10.3%)
	3 (15.8%)
	7 (10.9%)
	17 (9.6%)

	Borderline and mild intellectual disability (IQ 50-79)
	18 (69.2%)
	22 (55.0%)
	13 (44.8%)
	12 (63.2%)
	42 (65.6%)
	107 (60.1%)

	Moderate and severe disability (IQ<50)
	7 (26.9%)
	15 (37.5%)
	13 (44.8%)
	4 (21.1%)
	15 (23.4%)
	54 (30.3%)

	13-item ST score, mean (SD)
	32.7 (6.4)
	36.8 (7.8)
	31.8 (6.8)
	32.0 (6.3)
	33.9 (9.4)
	33.4 (7.6)

	score <30
	37 (31.9%)
	20 (16.7%)
	46 (33.6%)
	44 (34.4%)
	34 (28.8%)
	181 (29.2%)

	30< score <40
	63 (54.3%)
	51 (42.5%)
	76 (55.5%)
	75 (58.6%)
	49 (41.5%)
	314 (50.7%)

	score ≥40
	16 (13.8%)
	49 (40.8%)
	15 (10.9%)
	9 (7.0%)
	35 (29.7%)
	124 (20.0%)

	Co-reported disorder *****
	
	
	
	
	
	

	None of this list
	79 (68.1%)
	94 (78.3%)
	118 (86.1%)
	103 (80.5%)
	62 (52.5%)
	456 (73.7%)

	ADHD
	20 (17.2%)
	15 (12.5%)
	9 (6.6%)
	17 (13.3%)
	40 (33.9%)
	101 (16.3%)

	Anxiety disorder 
	20 (17.2%)
	13 (10.8%)
	4 (2.9%)
	7 (5.5%)
	15 (12.7%)
	59 (9.5%)

	OCD
	10 (8.6%)
	7 (5.8%)
	9 (6.6%)
	4 (3.1%)
	20 (16.9%)
	50 (8.1%)

	Depressive disorder
	8 (6.9%)
	10 (8.3%)
	8 (5.8%)
	5 (3.9%)
	2 (1.7%)
	33 (5.3%)

	Conduct disorder
	7 (6.0%)
	11 (9.2%)
	2 (1.5%)
	8 (6.3%)
	4 (3.4%)
	32 (5.2%)

	Bipolar disorder
	5 (4.3%)
	6 (5.0%)
	1 (0.7%)
	2 (1.6%)
	10 (8.5%)
	24 (3.9%)

	Services/support the child/adolescent receives:
	
	
	
	
	
	

	Speech therapy
	61 (52.6%)
	57 (47.5%)
	66 (48.2%)
	93 (72.7%)
	65 (55.1%)
	342 (55.3%)

	Psychological therapy
	46 (39.7%)
	65 (54.2%)
	52 (38.0%)
	63 (49.2%)
	43 (36.4%)
	269 (43.5%)

	Occupational therapy
	31 (26.7%)
	44 (36.7%)
	40 (29.2%)
	41 (32.0%)
	45 (38.1%)
	201 (32.5%)

	Additional school support
	24 (20.7%)
	18 (15.0%)
	45 (32.8%)
	33 (25.8%)
	27 (22.9%)
	147 (23.7%)

	One-on-one support
	33 (28.4%)
	17 (14.2%)
	24 (17.5%)
	41 (32.0%)
	14 (11.9%)
	129 (20.8%)

	Specialist school providing adapted support
	34 (29.3%)
	26 (21.7%)
	30 (21.9%)
	27 (21.1%)
	17 (14.4%)
	134 (21.6%)

	Peer support group
	20 (17.2%)
	24 (20.0%)
	16 (11.7%)
	17 (13.3%)
	9 (7.6%)
	86 (13.9%)

	Pharmacological support
	11 (9.5%)
	8 (6.7%)
	20 (14.6%)
	24 (18.8%)
	6 (5.1%)
	69 (11.1%)

	Adapted nursery
	12 (10.3%)
	20 (16.7%)
	9 (6.6%)
	6 (4.7%)
	4 (3.4%)
	51 (8.2%)

	Special diet
	6 (5.2%)
	11 (9.2%)
	7 (5.1%)
	10 (7.8%)
	6 (5.1%)
	40 (6.5%)

	Other supplements (e.g. Omega-3, GABA)
	6 (5.2%)
	4 (3.3%)
	10 (7.3%)
	5 (3.9%)
	6 (5.1%)
	31 (5.0%)

	Prefer not to answer
	5 (4.3%)
	2 (1.7%)
	6 (4.4%)
	0 (0%)
	2 (1.7%)
	15 (2.4%)


*Some respondents misunderstood this question and entered the same value as age of child. These responses were excluded from the calculation of caregiver age, leaving sample sizes included (excluded) of: France=109 (7); Germany=113 (7); Italy=88 (49); Spain=50 (78); UK=99 (19); Total=459 (160). Three caregivers under the age of 18 remained in the sample after this correction. 
**”non-binary” or “prefer not to answer” 
***Five caregivers reported being the caregiver of 0 children/adolescents in the background questions, whereas they indicated in the screener that they were the caregiver of a child diagnosed with ASD. They might have misread the question and filled out 0 additional autistic children. Forty-four caregivers reported being the caregiver of ≥5 autistic children. This was not explained by household size. Thirty-six out of 44 reported being parent, 4 grandparent, 2 sibling, 1 friend, and 1 other. We did not ask whether they were professional caregivers.
****UK respondents were presented with the same numeric ranges but in GBP instead of EUR. 
*****“Are you a caregiver of a child/adolescent diagnosed with:…” The answer could in theory concern more than one child.
SD: standard deviation, ASD: autism spectrum disorder, IQ: intellectual quotient, ADHD: attention-deficit/hyperactivity disorder, OCD: obsessive compulsive disorder, GABA: Gamma-aminobutyric acid.

[bookmark: _Ref91056464][bookmark: _Hlk92879261][bookmark: _Hlk91063066]Table 5 Demographic characteristics of ST survey participants - Clinicians
	[bookmark: _Hlk91053242]Clinicians
	France
	Germany 
	Italy
	Spain
	UK
	Total

	Number of participants
	128
	142
	142
	140
	133
	685

	Profession:
	
	
	
	
	
	

	Psychiatrist
	53 (41.4%)
	34 (23.9%)
	20 (14.1%)
	39 (27.9%)
	18 (13.5%)
	164 (23.9%)

	Pediatrician
	26 (20.3%)
	32 (22.5%)
	35 (24.6%)
	38 (27.1%)
	49 (36.8%)
	180 (26.3%)

	Neurologist
	11 (8.6%)
	24 (16.9%)
	39 (27.5%)
	19 (13.6%)
	16 (12.0%)
	109 (15.9%)

	(Early childhood) educator
	11 (8.6%)
	7 (4.9%)
	6 (4.2%)
	28 (20.0%)
	34 (25.6%)
	86 (12.6%)

	Nurse
	11 (8.6%)
	6 (4.2%)
	17 (12.0%)
	10 (7.1%)
	4 (3.0%)
	48 (7.0%)

	Psychologist
	5 (3.9%)
	0 (0%)
	1 (0.7%)
	0 (0%)
	1 (0.8%)
	7 (1.0%)

	Neuropsychologist
	3 (2.3%)
	2 (1.4%)
	5 (3.5%)
	0 (0%)
	2 (1.5%)
	12 (1.8%)

	Clinical psychologist 
	4 (3.1%)
	1 (0.7%)
	4 (2.8%)
	0 (0%)
	2 (1.5%)
	11 (1.6%)

	Educational psychologist
	1 (0.8%)
	0 (0%)
	0 (0%)
	0 (0%)
	5 (3.8%)
	6 (0.9%)

	Child psychologist
	0 (0%)
	1 (0.7%)
	0 (0%)
	2 (1.4%)
	1 (0.8%)
	4 (0.6%)

	Social worker
	0 (0%)
	16 (11.3%)
	3 (2.1%)
	1 (0.7%)
	1 (0.8%)
	21 (3.1%)

	Neuropharmacologist
	0 (0%)
	19 (13.4%)
	8 (5.6%)
	1 (0.7%)
	0 (0%)
	28 (4.1%)

	Pharmacologist
	3 (2.3%)
	0 (0%)
	1 (0.7%)
	0 (0%)
	0 (0%)
	4 (0.6%)

	Physiotherapist
	0 (0%)
	0 (0%)
	2 (1.4%)
	0 (0%)
	0 (0%)
	2 (0.3%)

	Speech therapist
	0 (0%)
	0 (0%)
	0 (0%)
	2 (1.4%)
	0 (0%)
	2 (0.3%)

	Occupational therapist
	0 (0%)
	0 (0%)
	1 (0.7%)
	0 (0%)
	0 (0%)
	1 (0.1%)

	Psychomotor therapist
	0 (0%)
	0 (0%)
	0 (0%)
	1 (0.7%)
	0 (0%)
	1 (0.1%)

	Type of practice
	
	
	
	
	
	

	Teaching hospital
	25 (19.5%)
	50 0(35.2%)
	37 (26.1%)
	57 (40.7%)
	58 (43.6%)
	227 (33.1%)

	Non-teaching general hospital
	23 (18.0%)
	7 (4.9%)
	23 (16.2%)
	8 (5.7%)
	3 (2.3%)
	64 (9.3%)

	Outpatient clinic
	6 (4.7%)
	7 (4.9%)
	11 (7.7%)
	20 (14.3%)
	22 (16.5%)
	66 (9.6%)

	Public psychiatric hospital
	24 (18.8%)
	26 (18.3%)
	10 (7.0%)
	12 (8.6%)
	3 (2.3%)
	75 (10.9%)

	Private hospital (including private psychiatric clinic)
	24 (18.8%)
	7 (4.9%)
	2 (1.4%)
	9 (6.4%)
	4 (3.0%)
	46 (6.7%)

	Educational organization
	15 (11.7%)
	7 (4.9%)
	7 (4.9%)
	26 (18.6%)
	31 (23.3%)
	86 (12.6%)

	Independent practice
	0 (0.0%)
	31 (21.8%)
	12 (8.5%)
	5 (3.6%)
	10 (7.5%)
	58 (8.5%)

	ASD center of excellence
	10 (7.8%)
	5 (3.5%)
	16 (11.3%)
	3 (2.1%)
	2 (1.5%)
	36 (5.3%)

	Habilitation center/life skills development center
	1 (0.8%)
	2 (1.4%)
	4 (2.8%)
	0 (0.0%)
	0 (0.0%)
	7 (1.0%)

	Ambulatory
	0 (0.0%)
	0 (0.0%)
	20 (14.1%)
	0 (0.0%)
	0 (0.0%)
	20 (2.9%)

	Years spent working with autistic children/ adolescents, mean (SD)
	14.7 (8.7)
	12.7 (7.7)
	13.7 (8.7)
	12.1 (6.4)
	13.9 (7.3)
	13.4 (7.8)

	Field of work: 
	
	
	
	
	
	

	Diagnosis
	27 (21.1%)
	37 (26.1%)
	21 (14.8%)
	18 (12.9%)
	22 (16.5%)
	125 (18.2%)

	Treatment
	16 (12.5%)
	27 (19.0%)
	17 (12.0%)
	21 (15.0%)
	18 (13.5%)
	99 (14.5%)

	Both
	85 (66.4%)
	78 (54.9%)
	104 (73.2%)
	101 (72.1%)
	93 (69.9%)
	461 (67.3%)

	Days per week spent on diagnosis/management of autistic children/adolescents, mean (SD)
	3.3 (1.7)
	3.8 (1.6)
	3.8 (1.7)
	4.0 (1.4)
	3.6 (1.4)
	3.7 (1.6)

	Number of children/adolescents per month, mean (SD)
	25.4 (28.4)
	32.5 (38.2)
	30.1 (34.6)
	36.2 (63.6)
	25.7 (27.0)
	30.1 (40.9)

	Familiarity with CARS2:
	
	
	
	
	
	

	Not familiar
	9 (7.0%)
	13 (9.2%)
	7 (4.9%)
	6 (4.3%)
	9 (6.8%)
	44 (6.4%)

	Has heard of it, but does not use it
	46 (35.9%)
	44 (31.0%)
	35 (24.6%)
	55 (39.3%)
	58 (43.6%)
	238 (34.7%)

	Has used it, but not the main instrument in practice
	59 (46.1%)
	45 (31.7%)
	74 (52.1%)
	65 (46.4%)
	49 (36.8%)
	292 (42.6%)

	Is the main instrument used in practice
	14 (10.9%)
	40 (28.2%)
	26 (18.3%)
	14 (10.0%)
	17 (12.8%)
	111 (16.2%)

	Characteristics of children/adolescents seen in practice

	Age distribution of population in practice:
	
	
	
	
	
	

	2-6 years
	29.3%
	30.0%
	33.1%
	37.2%
	36.1%
	33.2%

	7-12 years
	30.3%
	30.3%
	30.3%
	33.3%
	31.0%
	31.1%

	13-17 years
	28.1%
	26.3%
	25.0%
	20.1%
	24.9%
	24.8%

	18+ years
	12.2%
	13.4%
	11.7%
	9.5%
	8.0%
	11.1%

	Gender distribution of children/adolescents in practice:
	
	
	
	
	
	

	Male
	62.8%
	56.1%
	62.0%
	62.7%
	59.1%
	60.5%

	Female
	36.3%
	41.5%
	37.4%
	36.9%
	39.0%
	38.2%

	Non-binary
	0.9%
	2.4%
	0.7%
	0.4%
	1.9%
	1.3%

	Degree of ASD:
	
	
	
	
	
	

	Not requiring support
	14.2%
	21.1%
	15.3%
	15.8%
	17.0%
	16.7%

	Requiring support
	35.2%
	32.6%
	35.4%
	34.4%
	37.9%
	35.1%

	Requiring substantial support
	30.5%
	27.1%
	27.8%
	29.4%
	26.3%
	28.2%

	Requiring very substantial support
	20.1%
	19.1%
	21.5%
	20.4%
	18.8%
	20.0%

	Level of intellectual disability
	
	
	
	
	
	

	Average and above average ability (IQ≥80)
	33.8%
	34.5%
	23.0%
	33.0%
	30.0%
	30.8%

	Borderline and mild intellectual disability (IQ 50-79)
	40.1%
	37.9%
	43.4%
	41.7%
	41.5%
	40.9%

	Moderate and severe disability (IQ<50)
	26.1%
	27.6%
	33.6%
	25.3%
	28.6%
	28.3%


SD: standard deviation, CARS2: Childhood Autism Rating Scale- 2nd edition, ASD: autism spectrum disorder, IQ: intellectual quotient.
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Figure 1. Geographical spread of ST survey participants, based on first half (UK), or 5-digit codes (France, Germany, Italy, Spain) of the postcode.
1. [bookmark: _Toc95468386]High functioning version
[bookmark: _Hlk91072366]Three-hundred-eighty-one caregivers responded to the survey for a child who met the criteria for the HF version of the questionnaire. Caregiver characteristics in this group were similar to those of caregivers of ST autistic children. Again, caregivers were most often male (54.3%) with a similar mean age of 40.1 years (SD 8.3). The majority reported caring for one child with autism (87.1%), followed by two (6.3%) and three (2.1%). The vast majority of caregivers were not autistic themselves (87.7%), and acted as caregivers for their child, stepchild, or adopted child (83.78%). The majority of caregivers reported holding a bachelor’s degree or higher (69.0%). The mean age of HF children reported by caregivers was 11.1 years (SD 3.2), slightly older than the mean in the standard functioning group (9.7 years, SD 4), as expected due to the age criteria for the CARS2 functioning classification. Children were on average also diagnosed at a later age (8.0 versus 6.0 years). Unlike the ST group, most HF children did not have a diagnosis of ID (81.1%), again due to the selection criteria for participation in the HF survey. The 18.6% with ID, is a result of the IQ question overruling the ID question in terms of survey assignment; meaning that, if a caregiver indicated presence of ID but provided an IQ ≥80, the caregiver would still participate in the HF survey. Compared to ST, more caregivers knew the child’s IQ (41.7% vs. 28.8%), likely because IQ is more relevant for the treatment of high-functioning children. Most children were male (78.2%), and the majority did not suffer from any of the co-reported disorders listed in the survey (78.7%). Again, the most common co-reported disorders were ADHD (11.8%) and anxiety disorder (8.7%). The mean caregiver-reported score on the 13 included items from the CARS2 high functioning version was 31.0 (SD 9.5), with means similar across countries. The median score on the 13 high functioning CARS2 questions was 30.0. The most commonly received support services were psychological therapy (43.8%), speech therapy (38.1%), additional school support (28.3%), and occupational therapy (23.9%). The support needs of the HF population differ, as expected, from the ST population, with less emphasis on speech therapy in the HF group, as fewer HF children have speech issues, and higher proportions of additional support in school versus less need for a specialist school, reflecting a lower need for full adaptation of schooling among the HF group.

Three-hundred-fifteen clinicians reported characteristics of children in their practice consistent with them most often observing HF children/adolescents with autism. Again, a wide range of professions was observed, with the most common group being psychiatrists (40.6%), neurologists (17.5% and pediatricians (16.2%); with consistent, highest participation of psychiatrists across countries. A large proportion reported working in a teaching hospital (30.5%). Clinicians had an average of 14.1 years (SD 7.8) of experience with autistic children/adolescents. Again, the majority reported working in both diagnosis and treatment (73.0%), spending an average of 3.7 days (SD 1.5) per week on these tasks and seeing an average of 27 children per month. The vast majority were familiar with the CARS2 instrument (96.2%), with over half having used it (59.4%) in their practice. Clinicians reported that the majority of children seen in their practice were male (61.0%) and aged 13+ (51.1%), with 49.3% requiring substantial or very substantial support, and the majority having average or above average intellectual ability (IQ≥80 in 62.6%).


[bookmark: _Ref91056489][bookmark: _Hlk91064540]Table 6 Demographic characteristics of HF survey participants – Caregivers
	Caregivers
	France
	Germany 
	Italy
	Spain
	UK
	Total

	Number of participants
	84
	80
	63
	72
	82
	381

	Age, mean (SD)*
	40.0 (7.8)
	39.9 (8.1)
	40.9 (8.8)
	37.0 (10.8)
	41.4 (7.6)
	40.1 (8.3)

	Gender
	
	
	
	
	
	

	Male
	43 (51.2%)
	45 (56.3%)
	32 (50.8%)
	40 (55.6%)
	47 (57.3%)
	207 (54.3%)

	Female
	41 (48.8%)
	35 (43.8%)
	31 (49.2%)
	31 (43.1%)
	35 (42.7%)
	173 (45.4%)

	Other**
	0 (0%)
	0 (0%)
	0 (0%)
	1 (1.4%)
	0 (0%)
	1 (0.3%)

	No. of autistic children*** 
	
	
	
	
	
	

	0
	1 (1.2%)
	0 (0.0%)
	1 (1.6%)
	2 (2.8%)
	0 (0.0%)
	4 (1.0%)

	[bookmark: _Hlk91064488]1
	71 (84.5%)
	71 (88.8%)
	57 (90.5%)
	65 (90.3%)
	68 (82.9%)
	332 (87.1%)

	2
	6 (7.1%)
	4 (5.0%)
	2 (3.2%)
	3 (4.2%)
	9 (11.0%)
	24 (6.3%)

	3
	2 (2.4%)
	3 (3.8%)
	2 (3.2%)
	1 (1.4%)
	0 (0.0%)
	8 (2.1%)

	4
	1 (1.2%)
	1 (1.3%)
	0 (0.0%)
	1 (1.4%)
	1 (1.2%)
	4 (1.0%)

	≥ 5
	3 (3.6%)
	1 (1.3%)
	1 (1.6%)
	0 (0%)
	4 (4.8%)
	9 (2.3%)

	Autistic themselves
	
	
	
	
	
	

	No
	69 (82.1%)
	71 (88.8%)
	58 (92.1%)
	67 (93.1%)
	69 (84.1%)
	334 (87.7%)

	Yes diagnosed
	3 (3.6%)
	5 (6.3%)
	1 (1.6%)
	0 (0.0%)
	7 (8.5%)
	16 (4.2%)

	Believe so, but no diagnosis
	12 (14.3%)
	4 (5.0%)
	4 (6.3%)
	5 (6.9%)
	6 (7.3%)
	31 (8.1%)

	No answer
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Education
	
	
	
	
	
	

	Elementary/primary school
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	2 (2.8%)
	0 (0.0%)
	2 (0.5%)

	Secondary school/A-level
	13 (15.5%)
	20 (25.0%)
	2 (3.2%)
	4 (5.6%)
	11 (13.4%)
	50 (13.1%)

	Vocational qualification
	9 (10.7%)
	20 (25.0%)
	27 (42.9%)
	5 (6.9%)
	5 (6.1%)
	66 (17.3%)

	Bachelor’s degree or higher
	62 (73.8%)
	40 (50.0%)
	34 (54.0%)
	61 (84.7%)
	66 (80.5%)
	263 (69.0%)

	Gross household income****
	
	
	
	
	
	

	<10,000
	4 (4.8%)
	1 (1.3%)
	1 (1.6%)
	3 (4.2%)
	1 (1.2%)
	10 (2.6%)

	10,000-29,999
	23 (27.4%)
	8 (10.0%)
	16 (25.4%)
	28 (38.9%)
	19 (23.2%)
	94 (24.7%)

	30,000-49,999
	21 (25.0%)
	11 (13.8%)
	26 (41.3%)
	21 (29.2%)
	22 (26.8%)
	101 (26.5%)

	50,000-69,999
	11 (13.1%)
	22 (27.5%)
	6 (9.5%)
	10 (13.9%)
	17 (20.7%)
	66 (17.3%)

	70,000-89,999
	17 (20.2%)
	24 (30.0%)
	4 (6.3%)
	3 (4.2%)
	13 (15.9%)
	61 (16.0%)

	>90,000
	6 (7.1%)
	12 (15.0%)
	3 (4.8%)
	5 (6.9%)
	9 (11.0%)
	35 (9.2%)

	No answer
	2 (2.4%)
	2 (2.5%)
	7 (11.1%)
	2 (2.8%)
	1 (1.2%)
	14 (3.7%)

	Relationship with child/adolescent under care:
	
	
	
	
	
	

	Child, step or adopted child
	71 (84.5%)
	61 (76.3%)
	48 (76.2%)
	64 (88.9%)
	75 (91.5%)
	319 (83.7%)

	Grandchild (step or adopted grandchild) 
	1 (1.2%)
	1 (1.3%)
	6 (9.5%)
	2 (2.8%)
	2 (2.4%)
	12 (3.1%)

	Sibling (step or adopted)
	0 (0.0%)
	5 (6.3%)
	3 (4.8%)
	2 (2.8%)
	0 (0.0%)
	10 (2.6%)

	Another close relative
	3 (3.6%)
	3 (3.8%)
	4 (6.3%)
	4 (5.6%)
	5 (6.1%)
	19 (5.0%)

	Friend
	9 (10.7%)
	10 (12.5%)
	2 (3.2%)
	0 (0.0%)
	0 (0.0%)
	21 (5.5%)

	Autistic children/adolescents under care

	Age, mean (SD)
	11.3 (3.3)
	10.9 (3.4)
	11.3 (3.2)
	11.4 (2.8)
	10.8 (3.4)
	11.1 (3.2)

	2-6 years
	7 (8.3%)
	11 (13.8%)
	3 (4.8%)
	3 (4.2%)
	6 (7.3%)
	30 (7.9%)

	7-12 years
	45 (53.6%)
	43 (53.8%)
	39 (61.9%)
	45 (62.5%)
	50 (61.0%)
	222 (58.3%)

	13-17 years
	32 (38.1%)
	26 (32.5%)
	21 (33.3%)
	24 (33.3%)
	26 (31.7%)
	129 (33.9%)

	Age at diagnosis of ASD, mean (SD)
	7.4 (3.8)
	7.1 (3.6)
	6.2 (4.0)
	6.6 (4.0)
	6.6 (3.2)
	8.0 (4.0)

	Gender 
	
	
	
	
	
	

	Male
	62 (73.8%)
	64 (80.0%)
	53 (84.1%)
	58 (80.6%)
	61 (74.4%)
	298 (78.2%)

	Female
	22 (26.2%)
	16 (20.0%)
	9 (14.3%)
	14 (19.4%)
	19 (23.2%)
	80 (21.0%)

	Other**
	0 (0.0%)
	0 (0.0%)
	1 (1.6%)
	0 (0.0%)
	(2.4%)
	3 (0.8%)

	Diagnosis of intellectual disability 
	
	
	
	
	
	

	Yes
	6 (7.1%)
	10 (12.5%)
	18 (28.6%)
	16 (22.2%)
	21 (25.6%)
	71 (18.6%)

	No
	78 (92.9%)
	69 (86.3%)
	45 (71.4%)
	56 (77.8%)
	61 (74.4%)
	309 (81.1%)

	Do not know
	0 (0.0%)
	1 (1.3%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	1 (0.3%)

	No answer
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Child IQ
	
	
	
	
	
	

	Knew child’s IQ
	33 (39.3%)
	37 (46.3%)
	33 (52.4%)
	32 (44.4%)
	24 (29.3%)
	159 (41.7%)

	IQ, Mean (SD)
	123.8 (22.9)
	110.2 (25.0)
	107.8 (20.3)
	107.6 (21.0)
	106.8 (27.3)
	111.5 (23.8)

	Average and above average ability (IQ≥80)
	33 (100%)
	37 (100%)
	33 (100%)
	32 (100%)
	24 (100%)
	159 (100%)

	Borderline and mild intellectual disability (IQ 50-79)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Moderate and severe disability (IQ<50)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	13-item HF score, mean (SD)
	29.8 (6.8)
	31.4 (6.4)
	30.5 (7.3)
	28.4 (7.2)
	28.4 (7.2)
	31.0 (9.5)

	score <30
	43 (51.2%)
	30 (37.5%)
	25 (39.7%)
	44 (61.1%)
	43 (52.4%)
	185 (48.6%)

	30< score <40
	35 (41.7%)
	42 (52.5%)
	31 (49.2%)
	25 (34.7%)
	23 (28.0%)
	156 (40.9%)

	score ≥40
	6 (7.1%)
	8 (10.0%)
	7 (11.1%)
	3 (4.2%)
	16 (19.5%)
	40 (10.5%)

	Co-reported disorder *****
	
	
	
	
	
	

	None of this list
	59 (70.2%)
	59 (73.8%)
	53 (84.1%)
	60 (83.3%)
	69 (84.1%)
	300 (78.7%)

	ADHD
	15 (17.9%)
	13 (16.3%)
	7 (11.1%)
	5 (6.9%)
	5 (6.1%)
	45 (11.8%)

	Anxiety disorder 
	12 (14.3%)
	5 (6.3%)
	4 (6.3%)
	6 (8.3%)
	6 (7.3%)
	33 (8.7%)

	OCD
	3 (3.6%)
	3 (3.8%)
	4 (6.3%)
	4 (5.6%)
	4 (4.9%)
	18 (4.7%)

	Depressive disorder
	4 (4.8%)
	5 (6.3%)
	2 (3.2%)
	2 (2.8%)
	2 (2.4%)
	15 (3.9%)

	Conduct disorder
	3 (3.6%)
	6 (7.5%)
	3 (4.8%)
	1 (1.4%)
	2 (2.4%)
	15 (3.9%)

	Bipolar disorder
	3 (3.6%)
	2 (2.5%)
	1 (1.6%)
	1 (1.4%)
	2 (2.4%)
	9 (2.4%)

	Services/support the child/adolescent receives:
	
	
	
	
	
	

	Speech therapy
	41 (48.8%)
	21 (26.3%)
	18 (28.6%)
	34 (47.2%)
	31 (37.8%)
	145 (38.1%)

	Psychological therapy
	43 (51.2%)
	35 (43.8%)
	29 (46.0%)
	38 (52.8%)
	22 (26.8%)
	167 (43.8%)

	Occupational therapy
	20 (23.8%)
	34 (42.5%)
	16 (25.4%)
	15 (20.8%)
	6 (7.3%)
	91 (23.9%)

	Additional school support
	18 (21.4%)
	24 (30.0%)
	26 (41.3%)
	17 (23.6%)
	23 (28.0%)
	108 (28.3%)

	One-on-one support
	22 (26.2%)
	18 (22.5%)
	8 (12.7%)
	15 (20.8%)
	9 (11.0%)
	72 (18.9%)

	Specialist school providing adapted support
	18 (21.4%)
	14 (17.5%)
	14 (22.2%)
	16 (22.2%)
	4 (4.9%)
	66 (17.3%)

	Peer support group
	12 (14.3%)
	14 (17.5%)
	10 (15.9%)
	17 (23.6%)
	9 (11.0%)
	62 (16.3%)

	Pharmacological support
	8 (9.5%)
	8 (10.0%)
	8 (12.7%)
	9 (12.5%)
	6 (7.3%)
	39 (10.2%)

	Adapted nursery
	7 (8.3%)
	10 (12.5%)
	3 (4.8%)
	4 (5.6%)
	1 (1.2%)
	25 (6.6%)

	Special diet
	7 (8.3%)
	10 (12.5%)
	2 (3.2%)
	7 (9.7%)
	5 (6.1%)
	31 (8.1%)

	Other supplements (e.g. Omega-3, GABA)
	3 (3.6%)
	8 (10.0%)
	3 (4.8%)
	9 (12.5%)
	3 (3.7%)
	26 (6.8%)

	Prefer not to answer
	2 (2.4%)
	1 (1.3%)
	8 (12.7%)
	5 (6.9%)
	10 (12.2%)
	26 (6.8%)


*Some respondents misunderstood this question and entered the same value as age of child. These responses were excluded from the calculation of caregiver age, leaving sample sizes included (excluded) of: France=83 (1); Germany=73 (7); Italy=44 (19); Spain=26 (46); UK=68 (14); Total=294 (87). Five caregivers aged under 18 remained in the sample after this correction. 
**non-binary or “prefer not to answer” 
***Four caregivers reported being the caregiver of 0 children/adolescents in the background questions, whereas they indicated in the screener that they were the caregiver of a child diagnosed with ASD. They might have misread the question and filled out 0 additional autistic children. Nine caregivers reported being the caregiver of ≥5 autistic children. This was not explained by household size. Three out of 9 reported being parent, 1 grandparent, 1 sibling, 3 friend, and 1 other. We did not ask whether they were professional caregivers.
****UK respondents were presented with the same numeric ranges but in GBP instead of EUR. 
*****“Are you a caregiver of a child/adolescent diagnosed with:…” The answer could in theory concern more than one child.
Caregivers. SD: standard deviation, ASD: autism spectrum disorder, IQ: intellectual quotient, ADHD: attention-deficit/hyperactivity disorder, OCD: obsessive compulsive disorder, GABA: Gamma-aminobutyric acid.

[bookmark: _Ref91056500][bookmark: _Hlk91065821]Table 7 Demographic characteristics of HF survey participants – Clinicians
	Clinicians
	France
	Germany 
	Italy
	Spain
	UK
	Total

	Number of participants
	72
	58
	58
	60
	67
	315

	Profession:
	
	
	
	
	
	

	Psychiatrist
	35 (48.6%)
	25 (43.1%)
	19 (32.8%)
	20 (33.3%)
	29 (43.3%)
	128 (40.6%)

	Pediatrician
	7 (9.7%)
	9 (15.5%)
	9 (15.5%)
	11 (18.3%)
	15 (22.4%)
	51 (16.2%)

	Neurologist
	8 (11.1%)
	17 (29.3%)
	12 (20.7%)
	12 (20.0%)
	6 (9.0%)
	55 (17.5%)

	(Early childhood) educator
	4 (5.6%)
	1 (1.7%)
	1 (1.7%)
	6 (10.0%)
	2 (3.0%)
	14 (4.4%)

	Nurse
	2 (2.8%)
	1 (1.7%)
	7 (12.1%)
	6 (10.0%)
	4 (6.0%)
	20 (6.3%)

	Psychologist
	5 (6.9%)
	2 (3.4%)
	4 (6.9%)
	1 (1.7%)
	3 (4.5%)
	15 (4.8%)

	Neuropsychologist
	5 (6.9%)
	0 (0.0%)
	2 (3.4%)
	0 (0.0%)
	1 (1.5%)
	8 (2.5%)

	Clinical psychologist
	4 (5.6%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	4 (6.0%)
	8 (2.5%)

	Educational psychologist
	1 (1.4%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	2 (3.0%)
	3 (1.0%)

	Child psychologist
	0 (0%)
	1 (1.7%)
	0 (0.0%)
	0 (0.0%)
	1 (1.5%)
	2 (0.6%)

	Social worker
	1 (1.4%)
	1 (1.7%)
	1 (1.7%)
	2 (3.3%)
	0 (0.0%)
	5 (1.6%)

	Neuropharmacologist
	0 (0.0%)
	1 (1.7%)
	3 (5.2%)
	0 (0.0%)
	0 (0.0%)
	4 (1.3%)

	Pharmacologist
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	1 (1.7%)
	0 (0.0%)
	1 (0.3%)

	Physiotherapist
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	1 (1.7%)
	0 (0.0%)
	1 (0.3%)

	Speech therapist
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Occupational therapist
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Psychomotor therapist
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Type of practice
	
	
	
	
	
	

	Teaching hospital
	12 (16.7%)
	21 (36.2%)
	7 (12.1%)
	22 (36.7%)
	34 (50.7%)
	96 (30.5%)

	Non-teaching general hospital
	8 (11.1%)
	8 (13.8%)
	19 (32.8%)
	6 (10.0%)
	4 (6.0%)
	45 (14.3%)

	Outpatient clinic
	6 (8.3%)
	5 (8.6%)
	7 (12.1%)
	7 (11.7%)
	17 (25.4%)
	42 (13.3%)

	Public psychiatric hospital
	14 (19.4%)
	6 (10.3%)
	3 (5.2%)
	10 (16.7%)
	4 (6.0%)
	37 (11.7%)

	Private hospital (including private psychiatric clinic)
	21 (29.2%)
	3 (5.2%)
	8 (13.8%)
	5 (8.3%)
	1 (1.5%)
	38 (12.1%)

	Educational organization
	6 (8.3%)
	1 (1.7%)
	1 (1.7%)
	6 (10.0%)
	1 (1.5%)
	15 (4.8%)

	Independent practice
	0 (0.0%)
	11 (19.0%)
	8 (13.8%)
	2 (3.3%)
	4 (6.0%)
	25 (7.9%)

	ASD center of excellence
	0 (0.0%)
	3 (5.2%)
	4 (6.9%)
	1 (1.7%)
	1 (1.5%)
	9 (2.9%)

	Habilitation center/life skills development center
	5 (6.9%)
	0 (0.0%)
	1 (1.7%)
	1 (1.7%)
	1 (1.5%)
	8 (2.5%)

	Ambulatory
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)
	0 (0.0%)

	Years spent working with autistic children/ adolescents, mean (SD)
	14.8 (8.8)
	11.9 (6.5)
	13.7 (8.2)
	12.5 (6.9)
	17.0 (7.4)
	14.1 (7.8)

	Field of work: 
	
	
	
	
	
	

	Diagnosis
	9 (12.5%)
	10 (17.2%)
	5 (8.6%)
	7 (11.7%)
	8 (11.9%)
	39 (12.4%)

	Treatment
	10 (13.9%)
	10 (17.2%)
	10 (17.2%)
	12 (20.0%)
	4 (6.0%)
	46 (14.6%)

	Both
	53 (73.6%)
	38 (65.5%)
	43 (74.1%)
	41 (68.3%)
	55 (82.1%)
	230 (73.0%)

	Days per week spent on diagnosis/management of autistic children/adolescents, mean (SD)
	3.4 (1.6)
	3.8 (1.6)
	4.2 (1.4)
	3.6 (1.3)
	3.5 (1.3)
	3.7 (1.5)

	Number of children/adolescents per month, mean (SD)
	24.4 (21.1)
	28.2 (41.6)
	24.9 (53.1)
	25.4 (30.3)
	33.3 (35.5)
	27.3 (31.1)

	Familiarity with CARS2:
	
	
	
	
	
	

	Not familiar
	5 (6.9%)
	3 (5.2%)
	2 (3.4%)
	1 (1.7%)
	1 (1.5%)
	12 (3.8%)

	Has heard of it, but does not use it
	25 (34.7%)
	17 (29.3%)
	14 (24.1%)
	27 (45.0%)
	33 (49.3%)
	116 (36.8%)

	Has used it, but not the main instrument in practice
	29 (40.3%)
	25 (43.1%)
	29 (50.0%)
	22 (36.7%)
	25 (37.3%)
	130 (41.3%)

	Is the main instrument used in practice
	13 (18.1%)
	13 (22.4%)
	13 (22.4%)
	10 (16.7%)
	8 (11.9%)
	57 (18.1%)

	Characteristics of children/adolescents seen in practice

	Age distribution of population in practice:
	
	
	
	
	
	

	2-6 years
	13.9%
	11.5%
	19.2%
	13.8%
	14.7%
	14.6%

	7-12 years
	35.5%
	30.4%
	34.4%
	35.8%
	34.8%
	34.2%

	13-17 years
	32.9%
	39.9%
	30.4%
	34.4%
	39.7%
	35.4%

	18+ years
	17.7%
	18.3%
	16.0%
	15.9%
	10.8%
	15.7%

	Gender distribution of children/adolescents in practice:
	
	
	
	
	
	

	Male
	64.8%
	61.4%
	60.0%
	59.8%
	58.6%
	61.0%

	Female
	34.1%
	37.9%
	37.6%
	37.9%
	38.8%
	37.2%

	Non-binary
	1.1%
	0.7%
	2.3%
	2.4%
	2.6%
	1.8%

	Degree of ASD:
	
	
	
	
	
	

	Not requiring support
	12.3%
	27.0%
	24.0%
	31.6%
	15.0%
	21.4%

	Requiring support
	40.7%
	34.0%
	41.3%
	40.4%
	39.6%
	39.3%

	Requiring substantial support
	28.7%
	23.0%
	22.2%
	17.2%
	27.7%
	24.1%

	Requiring very substantial support
	18.3%
	16.0%
	12.4%
	10.8%
	17.7%
	15.2%

	Level of intellectual disability
	
	
	
	
	
	

	Average and above average ability (IQ≥80)
	51.7%
	71.7%
	69.1%
	73.0%
	51.6%
	62.6%

	Borderline and mild intellectual disability (IQ 50-79)
	28.5%
	18.4%
	20.7%
	20.4%
	31.9%
	24.4%

	Moderate and severe disability (IQ<50)
	19.8%
	9.9%
	10.3%
	6.7%
	16.5%
	13.0%


SD: standard deviation, CARS2: Childhood Autism Rating Scale- 2nd edition, ASD: autism spectrum disorder, IQ: intellectual quotient.
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Figure 2. Geographical spread of HF survey participants, based on first half (UK), or 5-digit codes (France, Germany, Italy, Spain) of the postcode
3 [bookmark: _Ref92273315][bookmark: _Toc95468387]Appendix: Preference coefficients
In this section we provide the DCE results for the main MNL analyses (Table 8), mixed logit ST (Table 9) and mixed logit HF (Table 10), and the scale adjusted models (Table 11). A summary of the model fit for all models is provided in Table 12.
[bookmark: _Ref98923244]Table 8. MNL coefficients for the CARS2 standard and high functioning versions
	
	Standard version
	
	High functioning version

	
	Caregivers (n=563)
	Clinicians (n=666)
	
	Caregivers (n=346)
	Clinicians (n=310)

	
	Coefficient
	Rob. SE
	Coefficient
	Rob. SE
	
	Coefficient
	Rob. SE
	Coefficient
	Rob. SE

	Relating to people
	
	
	
	
	Social-emotional Understanding
	
	
	
	

	Mild
	-0.10
	0.06
	-0.25
	0.06
	Mild
	-0.07
	0.08
	-0.19
	0.08

	Moderate
	-0.18
	0.07
	-0.41
	0.07
	Moderate
	-0.26
	0.08
	-0.17
	0.09

	Severe
	-0.55
	0.07
	-1.13
	0.08
	Severe
	-0.51
	0.09
	-0.74
	0.10

	Imitation
	
	
	
	
	Emotional expression and regulation of emotions
	
	
	
	

	Mild
	-0.05
	0.06
	-0.14
	0.06
	Mild
	-0.12
	0.08
	-0.11
	0.09

	Moderate
	-0.15
	0.07
	-0.12
	0.06
	Moderate
	-0.29
	0.09
	-0.30
	0.10

	Severe
	-0.32
	0.07
	-0.41
	0.07
	Severe
	-0.71
	0.09
	-0.67
	0.10

	Emotional response
	
	
	
	
	Relating to people
	
	
	
	

	Mild
	-0.27
	0.07
	-0.18
	0.06
	Mild
	-0.01
	0.09
	-0.07
	0.09

	Moderate
	-0.34
	0.06
	-0.16
	0.06
	Moderate
	-0.26
	0.08
	-0.26
	0.10

	Severe
	-0.61
	0.07
	-0.75
	0.07
	Severe
	-0.57
	0.10
	-0.64
	0.11

	Body use
	
	
	
	
	Body Use
	
	
	
	

	Mild
	-0.03
	0.06
	-0.08
	0.05
	Mild
	0.00
	0.09
	0.00
	0.09

	Moderate
	-0.14
	0.06
	-0.20
	0.06
	Moderate
	-0.10
	0.09
	-0.12
	0.09

	Severe
	-0.32
	0.07
	-0.47
	0.06
	Severe
	-0.61
	0.09
	-0.48
	0.09

	Object use
	
	
	
	
	Object use in play
	
	
	
	

	Mild
	0.01
	0.06
	-0.13
	0.06
	Mild
	-0.09
	0.08
	-0.09
	0.09

	Moderate
	0.04
	0.06
	-0.24
	0.06
	Moderate
	-0.18
	0.08
	-0.20
	0.09

	Severe
	-0.40
	0.07
	-0.48
	0.06
	Severe
	-0.62
	0.09
	-0.46
	0.10

	Adaptation to change
	
	
	
	
	Adaptation to change/ Restricted interests
	
	
	
	

	Mild
	-0.15
	0.07
	-0.08
	0.06
	Mild
	-0.16
	0.09
	-0.17
	0.09

	Moderate
	-0.28
	0.07
	-0.28
	0.06
	Moderate
	-0.20
	0.09
	-0.12
	0.10

	Severe
	-0.54
	0.07
	-0.61
	0.07
	Severe
	-0.58
	0.10
	-0.52
	0.10

	Visual response
	
	
	
	
	Visual response
	
	
	
	

	Mild
	-0.15
	0.06
	-0.04
	0.06
	Mild
	0.04
	0.10
	-0.18
	0.09

	Moderate
	-0.19
	0.06
	-0.06
	0.05
	Moderate
	-0.13
	0.09
	-0.32
	0.09

	Severe
	-0.36
	0.06
	-0.43
	0.06
	Severe
	-0.49
	0.09
	-0.66
	0.10

	Listening response
	
	
	
	
	Listening response
	
	
	
	

	Mild
	-0.15
	0.06
	-0.16
	0.06
	Mild
	-0.17
	0.08
	0.01
	0.08

	Moderate
	-0.25
	0.07
	-0.23
	0.07
	Moderate
	-0.19
	0.08
	-0.01
	0.09

	Severe
	-0.46
	0.07
	-0.58
	0.07
	Severe
	-0.73
	0.10
	-0.33
	0.09

	Taste, smell, and touch response and use
	
	
	
	
	Taste, smell, and touch response and use
	
	
	
	

	Mild
	-0.19
	0.07
	-0.08
	0.07
	Mild
	0.05
	0.09
	0.03
	0.07

	Moderate
	-0.26
	0.07
	-0.17
	0.06
	Moderate
	-0.23
	0.09
	-0.10
	0.08

	Severe
	-0.58
	0.08
	-0.47
	0.08
	Severe
	-0.68
	0.10
	-0.45
	0.10

	Fear or nervousness
	
	
	
	
	Fear or anxiety
	
	
	
	

	Mild
	-0.15
	0.07
	-0.20
	0.06
	Mild
	-0.06
	0.10
	0.05
	0.09

	Moderate
	-0.21
	0.07
	-0.22
	0.07
	Moderate
	-0.27
	0.10
	-0.18
	0.11

	Severe
	-0.51
	0.07
	-0.61
	0.07
	Severe
	-0.98
	0.10
	-0.70
	0.11

	Verbal communication
	
	
	
	
	Verbal communication
	
	
	
	

	Mild
	-0.02
	0.07
	-0.11
	0.06
	Mild
	-0.23
	0.09
	0.04
	0.09

	Moderate
	-0.26
	0.07
	-0.50
	0.07
	Moderate
	-0.33
	0.10
	-0.25
	0.09

	Severe
	-0.74
	0.08
	-0.98
	0.08
	Severe
	-1.12
	0.10
	-0.69
	0.11

	Nonverbal communication
	
	
	
	
	Nonverbal communication
	
	
	
	

	Mild
	-0.14
	0.06
	-0.22
	0.06
	Mild
	-0.26
	0.08
	-0.15
	0.08

	Moderate
	-0.22
	0.07
	-0.36
	0.06
	Moderate
	-0.49
	0.09
	-0.28
	0.10

	Severe
	-0.68
	0.08
	-0.83
	0.07
	Severe
	-0.97
	0.10
	-0.56
	0.11

	Activity level
	
	
	
	
	Thinking/Cognitive integration skills
	
	
	
	

	Mild
	-0.09
	0.07
	-0.08
	0.06
	Mild
	-0.13
	0.10
	-0.31
	0.09

	Moderate
	-0.28
	0.07
	-0.29
	0.07
	Moderate
	-0.48
	0.10
	-0.63
	0.10

	Severe
	-0.63
	0.08
	-0.83
	0.08
	Severe
	-1.58
	0.13
	-1.24
	0.12


[bookmark: _Hlk89341727]Inconsistencies in terms of positive coefficients or misordering in coefficient levels are shown in bold italics. SE: Standard Error
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Table 9. Mixed logit results for the CARS2 standard version
	
	Caregivers (n=563)
	Clinicians (n=666)

	
	Coefficient
	Rob. SE
	Sigma
	Rob. SE
	Coefficient
	Rob. SE
	Sigma
	Rob. SE

	Relating to people
	
	
	
	
	
	
	
	

	Mild
	-0.16
	0.08
	0.13
	0.14
	-0.35
	0.08
	0.16
	0.45

	Moderate
	-0.24
	0.09
	-0.11
	0.15
	-0.57
	0.09
	0.18
	0.09

	Severe
	-0.70
	0.09
	-0.40
	0.16
	-1.59
	0.11
	1.16
	0.11

	Imitation
	
	
	
	
	
	
	
	

	Mild
	-0.07
	0.08
	0.02
	0.13
	-0.19
	0.07
	0.32
	0.14

	Moderate
	-0.16
	0.08
	-0.14
	0.21
	-0.19
	0.08
	-0.02
	0.14

	Severe
	-0.43
	0.09
	-0.73
	0.11
	-0.58
	0.09
	0.85
	0.12

	Emotional response
	
	
	
	
	
	
	
	

	Mild
	-0.33
	0.09
	0.41
	0.17
	-0.26
	0.09
	-0.47
	0.18

	Moderate
	-0.44
	0.08
	0.27
	0.16
	-0.21
	0.08
	0.28
	0.17

	Severe
	-0.77
	0.09
	0.13
	0.18
	-0.98
	0.10
	-0.58
	0.16

	Body use
	
	
	
	
	
	
	
	

	Mild
	-0.04
	0.07
	-0.38
	0.17
	-0.11
	0.07
	0.45
	0.15

	Moderate
	-0.19
	0.08
	-0.40
	0.17
	-0.27
	0.07
	0.28
	0.16

	Severe
	-0.44
	0.09
	-0.51
	0.14
	-0.65
	0.08
	0.54
	0.15

	Object use
	
	
	
	
	
	
	
	

	Mild
	0.03
	0.08
	-0.45
	0.16
	-0.12
	0.08
	-0.50
	0.14

	Moderate
	0.05
	0.08
	0.54
	0.10
	-0.29
	0.08
	0.37
	0.20

	Severe
	-0.54
	0.09
	-0.45
	0.21
	-0.61
	0.08
	-0.10
	0.12

	Adaptation to change
	
	
	
	
	
	
	
	

	Mild
	-0.19
	0.09
	0.36
	0.20
	-0.11
	0.08
	-0.55
	0.12

	Moderate
	-0.38
	0.10
	0.76
	0.17
	-0.38
	0.08
	-0.29
	0.18

	Severe
	-0.70
	0.09
	-0.39
	0.16
	-0.77
	0.09
	0.50
	0.18

	Visual Response
	
	
	
	
	
	
	
	

	Mild
	-0.16
	0.08
	-0.65
	0.15
	-0.07
	0.08
	-0.46
	0.15

	Moderate
	-0.23
	0.08
	0.38
	0.17
	-0.09
	0.07
	-0.01
	0.13

	Severe
	-0.46
	0.08
	-0.40
	0.17
	-0.56
	0.08
	-0.31
	0.17

	Listening response
	
	
	
	
	
	
	
	

	Mild
	-0.20
	0.08
	-0.37
	0.14
	-0.24
	0.08
	0.18
	0.12

	Moderate
	-0.29
	0.08
	0.26
	0.08
	-0.35
	0.09
	-0.20
	0.12

	Severe
	-0.58
	0.09
	0.23
	0.11
	-0.77
	0.09
	-0.28
	0.22

	Taste, smell, and touch response and use
	
	
	
	
	
	
	
	

	Mild
	-0.24
	0.09
	0.49
	0.19
	-0.14
	0.09
	-0.45
	0.15

	Moderate
	-0.35
	0.08
	-0.12
	0.30
	-0.27
	0.08
	0.06
	0.23

	Severe
	-0.77
	0.10
	-0.26
	0.30
	-0.62
	0.10
	0.43
	0.13

	Fear nervousness
	
	
	
	
	
	
	
	

	Mild
	-0.19
	0.09
	0.04
	0.24
	-0.27
	0.08
	-0.10
	0.13

	Moderate
	-0.23
	0.10
	-0.37
	0.16
	-0.30
	0.09
	-0.18
	0.31

	Severe
	-0.66
	0.10
	-0.61
	0.12
	-0.81
	0.10
	-0.77
	0.13

	Verbal communication
	
	
	
	
	
	
	
	

	Mild
	-0.03
	0.08
	0.44
	0.12
	-0.10
	0.08
	0.29
	0.26

	Moderate
	-0.36
	0.08
	-0.23
	0.23
	-0.66
	0.09
	-0.61
	0.15

	Severe
	-0.98
	0.11
	-0.56
	0.16
	-1.29
	0.12
	-0.89
	0.19

	Nonverbal communication
	
	
	
	
	
	
	
	

	Mild
	-0.18
	0.07
	-0.26
	0.12
	-0.29
	0.07
	-0.15
	0.12

	Moderate
	-0.29
	0.09
	0.38
	0.12
	-0.47
	0.08
	-0.36
	0.21

	Severe
	-0.87
	0.10
	0.76
	0.15
	-1.13
	0.10
	0.61
	0.15

	Activity level
	
	
	
	
	
	
	
	

	Mild
	-0.10
	0.09
	0.21
	0.25
	-0.12
	0.08
	0.05
	0.09

	Moderate
	-0.38
	0.09
	-0.51
	0.16
	-0.40
	0.09
	0.32
	0.22

	Severe
	-0.81
	0.10
	-0.67
	0.20
	-1.13
	0.10
	0.90
	0.18


Inconsistencies in terms of positive coefficients or misordering in coefficient levels are shown in bold italics.
SE: Standard Error

[bookmark: _Ref98923336]Table 10. Mixed logit results for the CARS2 high functioning version
	
	Caregivers (n=346)
	Clinicians (n=310)

	
	Coefficient
	Rob. SE
	Sigma
	Rob. SE
	Coefficient
	Rob. SE
	Sigma
	Rob. SE

	Social emotional understanding
	
	
	
	
	
	
	
	

	Mild
	-0.15
	0.11
	-0.06
	0.30
	-0.25
	0.12
	0.47
	0.24

	Moderate
	-0.35
	0.12
	0.11
	0.16
	-0.25
	0.13
	0.26
	0.15

	Severe
	-0.71
	0.15
	-0.49
	0.23
	-1.17
	0.15
	0.84
	0.15

	Emotional expression
	
	
	
	
	
	
	
	

	Mild
	-0.15
	0.11
	0.33
	0.18
	-0.17
	0.12
	-0.04
	0.25

	Moderate
	-0.42
	0.12
	0.26
	0.23
	-0.33
	0.14
	0.61
	0.15

	Severe
	-0.95
	0.14
	0.90
	0.17
	-1.00
	0.15
	-0.85
	0.18

	Relating to people
	
	
	
	
	
	
	
	

	Mild
	-0.04
	0.12
	-0.06
	0.50
	-0.11
	0.12
	-0.19
	0.38

	Moderate
	-0.34
	0.11
	0.08
	0.14
	-0.36
	0.14
	-0.79
	0.22

	Severe
	-0.74
	0.15
	-0.75
	0.34
	-1.01
	0.17
	-1.06
	0.20

	Body use
	
	
	
	
	
	
	
	

	Mild
	-0.03
	0.12
	-0.61
	0.28
	-0.05
	0.13
	-0.80
	0.25

	Moderate
	-0.20
	0.12
	-0.05
	0.46
	-0.24
	0.13
	-0.11
	0.24

	Severe
	-0.89
	0.14
	-0.79
	0.22
	-0.78
	0.13
	-0.23
	0.16

	Object use in play
	
	
	
	
	
	
	
	

	Mild
	-0.14
	0.11
	-0.08
	0.20
	-0.08
	0.13
	-0.09
	0.29

	Moderate
	-0.23
	0.11
	-0.14
	0.24
	-0.19
	0.13
	-0.09
	0.31

	Severe
	-0.81
	0.14
	0.75
	0.21
	-0.67
	0.14
	-0.56
	0.24

	Adaptation to change
	
	
	
	
	
	
	
	

	Mild
	-0.21
	0.12
	-0.56
	0.19
	-0.20
	0.13
	-0.39
	0.29

	Moderate
	-0.27
	0.13
	0.57
	0.33
	-0.13
	0.15
	-0.67
	0.28

	Severe
	-0.81
	0.14
	0.82
	0.15
	-0.78
	0.14
	0.87
	0.22

	Visual Response
	
	
	
	
	
	
	
	

	Mild
	0.04
	0.13
	0.18
	0.76
	-0.28
	0.14
	-0.39
	0.37

	Moderate
	-0.24
	0.13
	0.00
	0.21
	-0.54
	0.13
	-0.22
	0.25

	Severe
	-0.69
	0.13
	0.61
	0.18
	-0.98
	0.15
	0.76
	0.24

	Listening response
	
	
	
	
	
	
	
	

	Mild
	-0.25
	0.11
	0.04
	0.27
	-0.04
	0.12
	-0.21
	0.18

	Moderate
	-0.22
	0.11
	0.23
	0.23
	-0.03
	0.14
	-0.79
	0.20

	Severe
	-0.94
	0.13
	-0.38
	0.24
	-0.56
	0.14
	0.39
	0.20

	Taste, smell, and touch response and use
	
	
	
	
	
	
	
	

	Mild
	0.11
	0.12
	0.03
	0.36
	-0.08
	0.11
	0.31
	0.20

	Moderate
	-0.25
	0.12
	-0.13
	0.32
	-0.24
	0.13
	-0.21
	0.39

	Severe
	-0.83
	0.14
	0.43
	0.23
	-0.67
	0.14
	0.63
	0.19

	Fear or anxiety
	
	
	
	
	
	
	
	

	Mild
	-0.08
	0.14
	-0.85
	0.21
	0.08
	0.14
	0.02
	0.29

	Moderate
	-0.28
	0.13
	-0.15
	0.21
	-0.36
	0.15
	0.96
	0.20

	Severe
	-1.29
	0.15
	0.63
	0.24
	-1.11
	0.17
	1.04
	0.21

	Verbal communication
	
	
	
	
	
	
	
	

	Mild
	-0.32
	0.14
	-0.91
	0.23
	0.05
	0.12
	0.28
	0.24

	Moderate
	-0.50
	0.13
	0.70
	0.23
	-0.39
	0.14
	-0.33
	0.27

	Severe
	-1.56
	0.14
	0.38
	0.51
	-1.07
	0.16
	-0.86
	0.23

	Nonverbal communication
	
	
	
	
	
	
	
	

	Mild
	-0.30
	0.11
	0.22
	0.12
	-0.18
	0.12
	0.03
	0.23

	Moderate
	-0.62
	0.12
	0.14
	0.26
	-0.38
	0.15
	0.57
	0.33

	Severe
	-1.28
	0.14
	0.72
	0.22
	-0.79
	0.16
	0.94
	0.20

	Thinking/cognitive integration skills
	
	
	
	
	-0.47
	0.13
	0.13
	0.33

	Mild
	-0.20
	0.13
	-0.31
	0.48
	-0.86
	0.13
	0.46
	0.21

	Moderate
	-0.67
	0.14
	0.47
	0.25
	-1.79
	0.19
	-1.25
	0.25

	Severe
	-2.27
	0.21
	1.36
	0.25
	-0.25
	0.12
	0.47
	0.24


Inconsistencies in terms of positive coefficients or misordering in coefficient levels are shown in bold italics.
SE: Standard Error

[bookmark: _Ref98923411]Table 11. Scale adjusted coefficients for the CARS2 standard and high functioning versions 
	
	Standard version
	
	High functioning version

	
	Caregivers (n=563)
	Clinicians (n=666)
	
	Caregivers (n=346)
	Clinicians (n=310)

	
	Coefficient
	SE
	Coefficient
	SE
	
	Coefficient
	SE
	Coefficient
	SE

	Relating to people
	
	
	
	
	Social-emotional Understanding
	
	
	
	

	Mild
	-0.12
	0.08
	-0.35
	0.09
	Mild
	-0.06
	0.11
	-0.23
	0.13

	Moderate
	-0.22
	0.10
	-0.50
	0.10
	Moderate
	-0.36
	0.13
	-0.27
	0.15

	Severe
	-0.65
	0.14
	-1.53
	0.21
	Severe
	-0.70
	0.16
	-1.10
	0.29

	Imitation
	
	
	
	
	Emotional expression and regulation of emotions
	
	
	
	

	Mild
	-0.07
	0.08
	-0.15
	0.08
	Mild
	-0.14
	0.11
	-0.18
	0.13

	Moderate
	-0.18
	0.09
	-0.15
	0.08
	Moderate
	-0.37
	0.12
	-0.49
	0.19

	Severe
	-0.37
	0.11
	-0.61
	0.12
	Severe
	-0.96
	0.17
	-1.06
	0.29

	Emotional response
	
	
	
	
	Relating to people
	
	
	
	

	Mild
	-0.34
	0.10
	-0.28
	0.09
	Mild
	-0.04
	0.11
	-0.11
	0.12

	Moderate
	-0.41
	0.11
	-0.26
	0.09
	Moderate
	-0.37
	0.13
	-0.45
	0.19

	Severe
	-0.73
	0.16
	-1.05
	0.16
	Severe
	-0.80
	0.18
	-0.99
	0.27

	Body use
	
	
	
	
	Body Use
	
	
	
	

	Mild
	-0.05
	0.07
	-0.08
	0.08
	Mild
	0.03
	0.12
	-0.05
	0.12

	Moderate
	-0.16
	0.07
	-0.25
	0.08
	Moderate
	-0.14
	0.12
	-0.20
	0.13

	Severe
	-0.42
	0.14
	-0.66
	0.12
	Severe
	-0.81
	0.16
	-0.70
	0.19

	Object use
	
	
	
	
	Object use in play
	
	
	
	

	Mild
	-0.01
	0.08
	-0.16
	0.08
	Mild
	-0.16
	0.12
	-0.17
	0.15

	Moderate
	0.02
	0.08
	-0.34
	0.09
	Moderate
	-0.24
	0.11
	-0.31
	0.15

	Severe
	-0.50
	0.14
	-0.68
	0.13
	Severe
	-0.88
	0.18
	-0.70
	0.23

	Adaptation to change
	
	
	
	
	Adaptation to change/ Restricted interests
	
	
	
	

	Mild
	-0.20
	0.09
	-0.12
	0.08
	Mild
	-0.14
	0.11
	-0.13
	0.13

	Moderate
	-0.34
	0.11
	-0.42
	0.10
	Moderate
	-0.26
	0.12
	-0.18
	0.15

	Severe
	-0.65
	0.15
	-0.87
	0.14
	Severe
	-0.75
	0.15
	-0.76
	0.21

	Visual response
	
	
	
	
	Visual response
	
	
	
	

	Mild
	-0.20
	0.09
	-0.06
	0.08
	Mild
	-0.03
	0.13
	-0.28
	0.15

	Moderate
	-0.22
	0.08
	-0.10
	0.08
	Moderate
	-0.30
	0.15
	-0.58
	0.23

	Severe
	-0.41
	0.11
	-0.58
	0.10
	Severe
	-0.76
	0.19
	-1.02
	0.30

	Listening response
	
	
	
	
	Listening response
	
	
	
	

	Mild
	-0.17
	0.07
	-0.19
	0.08
	Mild
	-0.21
	0.11
	-0.02
	0.12

	Moderate
	-0.30
	0.09
	-0.35
	0.09
	Moderate
	-0.26
	0.12
	-0.08
	0.13

	Severe
	-0.58
	0.15
	-0.79
	0.13
	Severe
	-1.00
	0.19
	-0.54
	0.18

	Taste, smell, and touch response and use
	
	
	
	
	Taste, smell, and touch response and use
	
	
	
	

	Mild
	-0.24
	0.10
	-0.21
	0.10
	Mild
	0.00
	0.11
	0.00
	0.12

	Moderate
	-0.33
	0.11
	-0.26
	0.08
	Moderate
	-0.40
	0.14
	-0.24
	0.15

	Severe
	-0.71
	0.17
	-0.70
	0.14
	Severe
	-0.97
	0.20
	-0.80
	0.26

	Fear nervousness
	
	
	
	
	Fear or anxiety
	
	
	
	

	Mild
	-0.17
	0.08
	-0.26
	0.10
	Mild
	-0.07
	0.12
	0.14
	0.15

	Moderate
	-0.23
	0.09
	-0.25
	0.09
	Moderate
	-0.34
	0.14
	-0.27
	0.16

	Severe
	-0.59
	0.13
	-0.82
	0.13
	Severe
	-1.32
	0.23
	-1.07
	0.30

	Verbal communication
	
	
	
	
	Verbal communication
	
	
	
	

	Mild
	-0.04
	0.08
	-0.19
	0.09
	Mild
	-0.28
	0.13
	0.01
	0.13

	Moderate
	-0.36
	0.13
	-0.71
	0.13
	Moderate
	-0.46
	0.14
	-0.42
	0.17

	Severe
	-0.87
	0.19
	-1.36
	0.21
	Severe
	-1.64
	0.31
	-1.14
	0.34

	Nonverbal communication
	
	
	
	
	Nonverbal communication
	
	
	
	

	Mild
	-0.18
	0.08
	-0.33
	0.09
	Mild
	-0.38
	0.13
	-0.22
	0.13

	Moderate
	-0.30
	0.11
	-0.52
	0.11
	Moderate
	-0.67
	0.16
	-0.40
	0.15

	Severe
	-0.83
	0.19
	-1.15
	0.17
	Severe
	-1.37
	0.26
	-0.86
	0.23

	Activity level
	
	
	
	
	Thinking/Cognitive integration skills
	
	
	
	

	Mild
	-0.09
	0.07
	-0.05
	0.08
	Mild
	-0.28
	0.13
	-0.45
	0.16

	Moderate
	-0.33
	0.10
	-0.36
	0.10
	Moderate
	-0.68
	0.15
	-0.92
	0.23

	Severe
	-0.77
	0.19
	-1.13
	0.17
	Severe
	-2.33
	0.41
	-1.99
	0.53

	Tau
	1.04
	0.53
	1.14
	0.21
	Tau
	-1.02
	0.24
	1.21
	0.34


Inconsistencies in terms of positive coefficients or misordering in coefficient levels are shown in bold italics.
SE: Standard Error

[bookmark: _Ref98923465]Table 12. Summary of model fit statistics
	
	Standard
	High Functioning

	
	Caregivers
	Clinicians
	Caregivers
	Clinicians

	
	MNL
	MXL
	SMNL
	MNL
	MXL
	SMNL
	MNL
	MXL
	SMNL
	MNL
	MXL
	SMNL

	AIC
	10419.09
	10344.24
	10419.293
	11768.62
	11571.6
	11758.083
	5896.38
	5819.2
	5887.564
	5433.48
	5334.57
	5426.693

	BIC
	10691.02
	10888.09
	10698.186
	12047.09
	12128.55
	12043.697
	6149.31
	6325.07
	6146.984
	5682.13
	5831.87
	5681.718


AIC: Akaike's Information Criteria; BIC: Bayesian Information Criteria; MNL: Multinomial Logit; MXL: Mixed Logit; SMNL: Scaled Multinomial Logit

4 
5 [bookmark: _Toc95468388]Appendix: Strict sensitivity analysis preference results
Figure 3. MNL Coefficients Caregivers ST (n=330)
[image: A picture containing chart
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Figure 4. MNL Coefficients Caregivers HF (n=237)
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Figure 5. MNL Coefficients Clinicians ST (n=456)
[image: Chart, line chart
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Figure 6. MNL Coefficients Clinicians HF (n=231)
[image: Chart, line chart

Description automatically generated]

Fewer inconsistencies were observed in this scenario analysis in terms of positive coefficients (5 across all groups) and misordering within coefficients (4 across all groups). 

In the ST strict sensitivity analysis, verbal communication, non-verbal communication and relating to people were the three most important attributes for both caregivers and clinicians, although the order varied within the top three (caregivers: 1st= verbal communication, 2nd= non-verbal communication and 3rd= relating to people; clinicians: 1st= relating to people, 2nd= non-verbal communication and 3rd= verbal communication). The four least important attributes were object use, visual response, body use and listening response across both caregivers and clinicians, although again the specific order varied.

In the HF strict sensitivity analysis thinking cognition was most important in both caregivers and clinicians, with verbal understanding also ranked third for both. Nonverbal communication and social emotional understanding were second most important to caregivers and clinicians respectively. Adaptation to change and body were among the four least important attributes in both groups, alongside social emotional understanding and visual response for caregivers and object use in play and listening response for clinicians.

6 [bookmark: _Ref91083735][bookmark: _Toc95468389]Appendix: Exploratory anchoring exercise
6.1 [bookmark: _Toc95468390]Comprehension of anchoring exercise
Table 13 Anchoring exercise: Self-reported comprehension
	
	ST survey
	HF survey

	Caregivers, N
	223
	234

	Clinicians, N
	251
	247

	Self-reported anchoring exercise comprehension
	Strongly disagree
	Disagree
	Neither agree or disagree
	Agree
	Strongly Agree
	Strongly disagree
	Disagree
	Neither agree or disagree
	Agree
	Strongly Agree

	Easy to understand the task
	
	

	Mild profile EQ-5D-Y 
	CG
	1 (0.5%)
	2 (0.9%)
	25 (11.2%)
	91 (40.8%)
	104 (46.6%)
	1 (0.4%)
	2 (0.9%)
	37 (15.8%)
	84 (35.9%)
	110 (47.0%)

	
	CLN
	0 (0%)
	6 (2.4%)
	42 (16.7%)
	145 (57.8%)
	58 (23.1%)
	0 (0%)
	5 (2.0%)
	49 (19.8%)
	116 (47.0%)
	77 (31.2%)

	Mild profile EQ-5D-VAS
	CG
	1 (0.5%
	0 (0%)
	29 (13.0%)
	91 (40.8%)
	102 (45.7%)
	0 (0%)
	2 (0.9%)
	32 (13.7%)
	93 (39.7%)
	107 (45.7%)

	
	CLN
	0 (0%)
	5 (2.0%)
	49 (19.5%)
	134 (53.4%)
	63 (25.1%)
	0 (0%)
	7 (2.8%)
	41 (16.6%)
	125 (50.6%)
	74 (30.0%)

	Severe profile EQ-5D-Y
	CG
	1 (0.5%)
	0 (0%)
	32 (14.4%)
	86 (38.6)
	104 (46.6%)
	0 (0%)
	1 (0.4%)
	25 (10.7%)
	97 (41.5%)
	111 (47.4%)

	
	CLN
	0 (0%)
	1 (0.4%)
	41 (16.3%)
	136 (54.2%)
	73 (29.1)
	0 (0%)
	5 (2.0%)
	31 (13.0%)
	137 (55.5%)
	73 (29.6%)

	Severe profile EQ-5D-VAS
	CG
	1 (0.5%)
	1 (0.5%)
	35 (15.7%)
	90 (40.4%)
	96 (43.1%)
	0 (0%)
	0 (0%)
	31 (13.3%)
	91 (38.9%)
	112 (47.9%)

	
	CLN
	0 (0%)
	1 (0.4%)
	45 (17.9%)
	138 (55.0%)
	67 (26.7%)
	0 (0%)
	5 (2.0%)
	31 (12.6%)
	131 (53.0%)
	80 (32.4%)

	Easy to judge the health of the hypothetical child
	
	

	  Mild profile EQ-5D-Y
	CG
	1 (0.5%)
	8 (3.6%)
	31 (13.9%)
	96 (43.1%)
	87 (39.0%)
	1 (0.4%)
	7 (3.0%)
	55 (23.5%)
	99 (42.3%)
	72 (30.8%)

	
	CLN
	1 (0.4%)
	10 (4.0%)
	65 (25.9%)
	135 (53.8%)
	40 (15.9%)
	1 (0.4%)
	18 (7.3%)
	56 (22.7%)
	118 (47.8%)
	54 (21.9%)

	  Mild profile EQ-5D-VAS
	CG
	1 (0.5%)
	9 (4.0%)
	32 (14.4%)
	102 (45.7%)
	79 (35.4%)
	0 (0%)
	3 (1.3%)
	49 (20.9%)
	99 (42.3%)
	83 (35.5%)

	
	CLN
	1 (0.4%)
	7 (2.8%)
	60 (23.9%)
	132 (52.6%)
	51 (20.3%)
	0 (0%)
	15 (6.1%)
	60 (24.3%)
	112 (45.3%)
	60 (24.3%)

	  Severe profile EQ-5D-Y
	CG
	1 (0.5%)
	0 (0%)
	30 (13.5%)
	98 (44.0%)
	94 (42.2%)
	1 (0.4%)
	2 (0.9%)
	39 (16.7%)
	96 (41.0%)
	96 (41.0%)

	
	CLN
	0 (0%)
	6 (2.4%)
	56 (22.3%)
	130 (51.8%)
	59 (23.5%)
	0 (0%)
	9 (3.6%)
	58 (23.5%)
	116 (47.0%)
	64 (25.9%)

	  Severe profile EQ-5D-VAS
	CG
	1 (0.5%)
	3 (1.4%)
	38 (17.0%)
	95 (42.6%)
	86 (38.6%)
	1 (0.4%)
	1 (0.4%)
	40 (17.1%)
	98 (41.9%)
	94 (40.2%)

	
	CLN
	1 (0.4%)
	5 (2.0%)
	59 (23.5%)
	127 (50.6%)
	59 (23.5%)
	0 (0%)
	11 (4.5%)
	56 (22.7%)
	121 (49.0%)
	59 (23.9%)

	Quality control

	EQ-5D-Y utility CARS2 mild state < severe state
	CG
	26 (11.7%)
	14 (6.0%)

	
	CLN
	20 (8.0%)
	22 (8.9%)


[bookmark: _Toc93317624]CG: Caregiver; CLN: Clinician; EQ-5D-Y: EuroQol 5 dimension Youth  version; ST: Standard CARS2; HF: High Functioning CARS2
6.2 [bookmark: _Ref92826642][bookmark: _Toc95468391]Rescaled DCE coefficients
Table 14. Raw coefficients and anchored rescaled coefficients
	
	Standard version
	
	High functioning version

	
	Caregivers
	Clinicians
	
	Caregivers
	Clinicians

	Attributes
	Raw DCE coefficient
	Rescaled utility decrement
	Raw DCE coefficient
	Rescaled utility decrement
	Attributes
	Raw DCE coefficient
	Rescaled utility decrement
	Raw DCE coefficient
	Rescaled utility decrement

	Relating to people
	
	
	
	
	Social-emotional Understanding
	
	
	
	

	Mild
	-0.098
	-0.017
	-0.250
	-0.039
	Mild
	-0.070
	-0.008
	-0.190
	-0.028

	Moderate
	-0.177
	-0.031
	-0.415
	-0.065
	Moderate
	-0.257
	-0.031
	-0.174
	-0.026

	Severe
	-0.551
	-0.097
	-1.126
	-0.178
	Severe
	-0.511
	-0.061
	-0.739
	-0.109

	Imitation
	
	
	
	
	Emotional expression and regulation of emotions
	
	
	
	

	Mild
	-0.054
	-0.009
	-0.144
	-0.023
	Mild
	-0.116
	-0.014
	-0.111
	-0.016

	Moderate
	-0.145
	-0.025
	-0.116
	-0.018
	Moderate
	-0.289
	-0.034
	-0.298
	-0.044

	Severe
	-0.320
	-0.056
	-0.414
	-0.065
	Severe
	-0.714
	-0.085
	-0.666
	-0.098

	Emotional response
	
	
	
	
	Relating to people
	
	
	
	

	Mild
	-0.268
	-0.047
	-0.184
	-0.029
	Mild
	-0.014
	-0.002
	-0.068
	-0.010

	Moderate
	-0.340
	-0.060
	-0.164
	-0.026
	Moderate
	-0.256
	-0.030
	-0.261
	-0.039

	Severe
	-0.612
	-0.107
	-0.750
	-0.119
	Severe
	-0.567
	-0.067
	-0.640
	-0.095

	Body use
	
	
	
	
	Body Use
	
	
	
	

	Mild
	-0.031
	-0.005
	-0.075
	-0.012
	Mild
	0.000
	0.000
	0.000
	0.000

	Moderate
	-0.141
	-0.025
	-0.200
	-0.032
	Moderate
	-0.100
	-0.012
	-0.121
	-0.018

	Severe
	-0.319
	-0.056
	-0.472
	-0.075
	Severe
	-0.613
	-0.073
	-0.482
	-0.071

	Object use
	
	
	
	
	Object use in play
	
	
	
	

	Mild
	0.007
	0.001
	-0.131
	-0.021
	Mild
	-0.087
	-0.010
	-0.088
	-0.013

	Moderate
	0.036
	0.006
	-0.242
	-0.038
	Moderate
	-0.175
	-0.021
	-0.201
	-0.030

	Severe
	-0.403
	-0.071
	-0.478
	-0.076
	Severe
	-0.623
	-0.074
	-0.457
	-0.068

	Adaptation to change
	
	
	
	
	Adaptation to change/ Restricted interests
	
	
	
	

	Mild
	-0.146
	-0.026
	-0.078
	-0.012
	Mild
	-0.155
	-0.018
	-0.169
	-0.025

	Moderate
	-0.277
	-0.048
	-0.275
	-0.043
	Moderate
	-0.198
	-0.023
	-0.123
	-0.018

	Severe
	-0.537
	-0.094
	-0.607
	-0.096
	Severe
	-0.575
	-0.068
	-0.523
	-0.077

	Visual Response
	
	
	
	
	Visual response
	
	
	
	

	Mild
	-0.149
	-0.026
	-0.041
	-0.007
	Mild
	0.042
	0.005
	-0.183
	-0.027

	Moderate
	-0.193
	-0.034
	-0.056
	-0.009
	Moderate
	-0.133
	-0.016
	-0.324
	-0.048

	Severe
	-0.358
	-0.063
	-0.434
	-0.069
	Severe
	-0.486
	-0.058
	-0.657
	-0.097

	Listening response
	
	
	
	
	Listening response
	
	
	
	

	Mild
	-0.152
	-0.027
	-0.163
	-0.026
	Mild
	-0.167
	-0.020
	0.014
	0.002

	Moderate
	-0.251
	-0.044
	-0.234
	-0.037
	Moderate
	-0.186
	-0.022
	-0.008
	-0.001

	Severe
	-0.458
	-0.080
	-0.577
	-0.091
	Severe
	-0.734
	-0.087
	-0.333
	-0.049

	Taste, smell, and touch response and use
	
	
	
	
	Taste, smell, and touch response and use
	
	
	
	

	Mild
	-0.188
	-0.033
	-0.079
	-0.012
	Mild
	0.047
	0.006
	0.027
	0.004

	Moderate
	-0.262
	-0.046
	-0.168
	-0.027
	Moderate
	-0.233
	-0.028
	-0.100
	-0.015

	Severe
	-0.583
	-0.102
	-0.471
	-0.074
	Severe
	-0.679
	-0.080
	-0.452
	-0.067

	Fear nervousness
	
	
	
	
	Fear or anxiety
	
	
	
	

	Mild
	-0.150
	-0.026
	-0.200
	-0.032
	Mild
	-0.056
	-0.007
	0.053
	0.008

	Moderate
	-0.210
	-0.037
	-0.217
	-0.034
	Moderate
	-0.268
	-0.032
	-0.181
	-0.027

	Severe
	-0.508
	-0.089
	-0.605
	-0.096
	Severe
	-0.977
	-0.116
	-0.703
	-0.104

	Verbal communication
	
	
	
	
	Verbal communication
	
	
	
	

	Mild
	-0.019
	-0.003
	-0.113
	-0.018
	Mild
	-0.228
	-0.027
	0.044
	0.007

	Moderate
	-0.263
	-0.046
	-0.503
	-0.079
	Moderate
	-0.325
	-0.039
	-0.251
	-0.037

	Severe
	-0.744
	-0.130
	-0.975
	-0.154
	Severe
	-1.122
	-0.133
	-0.686
	-0.101

	Nonverbal communication
	
	
	
	
	Nonverbal communication
	
	
	
	

	Mild
	-0.138
	-0.024
	-0.216
	-0.034
	Mild
	-0.260
	-0.031
	-0.153
	-0.023

	Moderate
	-0.224
	-0.039
	-0.356
	-0.056
	Moderate
	-0.494
	-0.059
	-0.275
	-0.041

	Severe
	-0.677
	-0.119
	-0.826
	-0.130
	Severe
	-0.967
	-0.115
	-0.559
	-0.083

	Activity level
	
	
	
	
	Thinking/Cognitive integration skills
	
	
	
	

	Mild
	-0.085
	-0.015
	-0.083
	-0.013
	Mild
	-0.131
	-0.016
	-0.309
	-0.046

	Moderate
	-0.283
	-0.050
	-0.287
	-0.045
	Moderate
	-0.484
	-0.057
	-0.627
	-0.093

	Severe
	-0.630
	-0.110
	-0.834
	-0.132
	Severe
	-1.578
	-0.187
	-1.244
	-0.184

	Health states
	
	
	
	
	
	
	
	
	

	CARS2 ST mild state DCE and utility value
	-1.471
	0.742
	-1.758
	0.722
	CARS2 HF mild state DCE and utility value
	-1.194
	0.858
	-1.131
	0.833

	CARS2 ST severe state DCE and utility value
	-6.699
	-0.174
	-8.569
	-0.354
	CARS2 HF severe state DCE and utility value
	-10.146
	-0.203
	-8.141
	-0.203


DCE: Discrete Choice Experiment; ST: Standard CARS2; HF: High Functioning CARS2 
How to estimate utility using the raw DCE coefficients and rescaled coefficients

To estimate latent utility using the raw DCE coefficients, you simply sum the coefficients for all relevant attribute levels.
For example, for an ST child with all attributes set to mild, the latent utility estimated by caregivers is
 Ul = -0.098 + -0.054 + -0.268 + -0.031 + 0.007 + -0.146 + -0.149 + -0.152 + -0.188 + -0.150 + -0.019 + -0.138 + -0.085 = -1.471

To estimate utility on a bounded scale, suitable for the estimation of QALYs, you sum all relevant rescaled utility decrements, instead starting from a value of 1 (representing full health).
For example, for an ST child with all attributes set to mild, the bounded utility estimated by caregivers is
UQ = 1 + -0.017 + -0.009 + -0.047 + -0.005 + 0.001 + -0.026 + -0.026 + -0.027 + -0.033 + -0.026 + -0.003 + -0.024 + -0.015

The exploratory anchoring exercise enables a direct comparison between ST and HF in terms of value associated with symptom relief, by anchoring them to one scale. For instance, showing that, according to caregivers, improving verbal communication from ‘severely abnormal’ to ‘mildly abnormal’ increases utility with 0.127 in the ST group and 0.106 in the HF group.
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