
Profiling availability and needs in services for autistic adults in 
Denmark: 

 
Danish results from the Autism Spectrum Disorder in the European 

Union (ASDEU) survey, 2017 
 

Diana Schendel1, 2, 3, Christina Warberg3, Susanne Cramer3 and Anne Bo3 

 

March 2020 
 

 

 

 
 

 

 

 

 

 

1Aarhus University, Department of Economics and Business Economics, National Centre for Register-based 
Research, Denmark 

2Lundbeck Foundation Initiative for Integrative Psychiatric Research (iPSYCH), Denmark 
3Aarhus University, Department of Public Health, Denmark 

 
Funding:  

The ASDEU study was supported by the European Union, DGSANCO, [Ref.: SANCO/2014/C2/035] and an 
unrestricted grant from the Lundbeck Foundation Initiative for Integrative Psychiatric Research (iPSYCH). 
Funding to support this Denmark-specific report was provided by Sofie Fonden. Funders had no involvement 
in the design of the study, study implementation, data analysis or report preparation. 
 
Acknowledgments:  

We are grateful to all autistic persons and their families, organizations and professionals in adult services and 
care for adults with autism in Denmark who contributed to our study. We hope the report will be informative 
for members of the autism community, autism service providers and service authorities in Denmark  
 
For all inquiries contact:  Diana Schendel, Aarhus University, diana.schendel@ph.au.dk 
 

mailto:diana.schendel@ph.au.dk


1 
 

Contents 
1: Dansk sammenfatning ................................................................................................................................... 3 

2: Executive summary........................................................................................................................................ 6 

3. Introduction and guide for the reader .......................................................................................................... 8 

4. Background .................................................................................................................................................... 8 

5. Objectives ...................................................................................................................................................... 9 

6: Methods: On-line survey ............................................................................................................................... 9 

Survey development .................................................................................................................................... 10 

Survey distribution ...................................................................................................................................... 11 

Ethical considerations .................................................................................................................................. 12 

Survey data assembly and statistical analysis ............................................................................................. 12 

Statistical analysis ........................................................................................................................................ 12 

7: Survey results .............................................................................................................................................. 13 

Specific Objective 1: Approaches to services and care, including interventions (APP 1-APP 20) ............... 15 

Specific Objective 2. Diagnosis process and post-diagnosis support (APP 21-APP 22) ............................... 28 

Specific Objective 3. Managing comorbidity (to reduce hospital visits) (APP 23-APP 25) .......................... 30 

Specific Objective 4. Managing transitions (APP 27-APP 28) ...................................................................... 33 

Specific Objective 5. Elder care (APP 29) ..................................................................................................... 34 

Specific Objectives 1- 5.  Do you know of a good local model of service? (APP 30) ................................... 36 

8: Concluding remarks on the survey .............................................................................................................. 37 

9: References ................................................................................................................................................... 38 

10: Appendices ................................................................................................................................................ 39 

Appendix 1: Characteristics of the professional’s current work place ........................................................ 39 

Appendix 2: Guidance and awareness in the professional’s workplace ..................................................... 41 

Appendix 3: Type of organization where applied for a service ................................................................... 44 

Appendix 4: In your current service, who was the service set up for (all adults, autistic adults only, adults 
with special needs) ...................................................................................................................................... 47 

Appendix 5: ASD services policy and organization: Written guidelines regarding ASD .............................. 49 

Appendix 6: ASD services policy and organization: Services system specific for autistic adults ................ 51 

Appendix 7: ASD services policy and organization: ASD specific teams...................................................... 54 

Appendix 8: Characteristics of services in general ...................................................................................... 56 

Appendix 9: Services staff training .............................................................................................................. 58 

Appendix 10: Services coordination ............................................................................................................ 62 

Appendix 11: Single point of contact for services coordination ................................................................. 64 



2 
 

Appendix 12: Information that is easy to understand ................................................................................ 65 

Appendix 13: Residential services availability ............................................................................................. 69 

Appendix 14: Employment services availability .......................................................................................... 73 

Appendix 15: Adult education services availability ..................................................................................... 78 

Appendix 16: Financial services availability ................................................................................................ 82 

Appendix 17: Social services availability ..................................................................................................... 88 

Appendix 18: Residential services provision ............................................................................................... 93 

Appendix 19: Waiting time for services ...................................................................................................... 98 

Appendix 20: Interventions ....................................................................................................................... 102 

Appendix 21: Characteristics of the ASD diagnosis process ...................................................................... 113 

Appendix 22: Characteristics of post-ASD diagnosis support.................................................................... 116 

Appendix 23: Health profile ....................................................................................................................... 118 

Appendix 24: Hospital contacts ................................................................................................................. 120 

Appendix 25: Health behavior ................................................................................................................... 121 

Appendix 26: Top considerations to promote better health in autistic adults ......................................... 124 

Appendix 27: Transition from adolescent to adult services ...................................................................... 125 

Appendix 28: Major life transition ............................................................................................................. 129 

Appendix 29: Elderly (>55 years of age) .................................................................................................... 132 

Appendix 30: Good local models ............................................................................................................... 135 

 

  



3 
 

1: Dansk sammenfatning  
Antallet af voksne, der får diagnosen autisme, er stigende i kølvandet på den dramatiske øgning af autisme-
diagnoser hos børn, som er set siden 1990erne. Desuden får mange mennesker med autisme muligvis først 
diagnosen, når de er blevet voksne, og selv om mennesker med autisme kan stå overfor udfordringer og have 
brug for hjælp igennem hele livet, har langt størstedelen af forskningen i autismespektrumforstyrrelser (ASF) 
fokuseret på børn. Derfor mangler der viden om de langsigtede konsekvenser af at leve med autisme og om 
’best practice’ inden for behandlings- og støttetilbud af voksne med autisme og deres familier. 

I 2017 gennemførte Autism Spectrum Disorders in the European Union (ASDEU)-projektet 
(http://asdeu.eu/) derfor en anonym online spørgeskemaundersøgelse i 11 europæiske lande, herunder 
Danmark. Målet var at undersøge tilgængeligheden af serviceydelser og behovet for støtte til autistiske 
voksne. Tre versioner af undersøgelsen (en for autistiske voksne, en for omsorgspersoner for autistiske 
voksne og en for professionelle med arbejdsmæssig erfaring med behandling og støtte til voksne) blev 
udsendt bredt via elektroniske og sociale medier til nationale/lokale, offentlige og private organisationer, 
der udbyder tjenester for mennesker med autisme. Mange af undersøgelsens spørgsmål var udformet, så 
man kunne vurdere, om praksis ifølge respondenternes erfaring følger de offentliggjorte (men ikke altid 
evidensbaserede) retningslinjer og anbefalinger for behandling og støtte af autistiske voksne. 

Denne rapport indeholder resultaterne fra de 630 danske besvarelser (221 autistiske voksne, 154 
omsorgspersoner for voksne med autisme og 255 professionelle, 34 % af deltagerne i alle lande).  

Hovedformålet er at præsentere data-tabeller og figurer (appendiks) og et skriftligt resumé, der fremhæver 
væsentlige aspekter af resultaterne for hvert af undersøgelsens spørgsmål. Læsere, der er interesseret i et 
specifikt emne eller tilbudsområde, opfordres til at se nærmere på de relevante data i appendiks.  

Resultater 

Der var en overvægt af kvinder i alle tre deltagergrupper (73 % til 87 % var kvinder) men en overvægt af 
autistiske mænd blandt omsorgspersoners autistiske voksne (36 % autistiske kvinder). De autistiske voksne 
deltagere var oftere ældre end omsorgspersonernes autistiske voksne (27 % i forhold til 67 % i alderen 18-
25). Cirka en tredjedel af de autistiske voksne deltagere angav, at de var i gang med eller havde afsluttet en 
universitetsuddannelse, og 95 % besvarede undersøgelsen uden hjælp. Mere end halvdelen af 
omsorgspersonernes autistiske voksne  havde et lavt niveau af uafhængighed. Flertallet af de professionelle 
(78 %) arbejdede som ikke-medicinske professionelle, de fleste som lærer/pædagog, socialrådgiver, 
psykolog eller andet.   

Resultater opdelt i fem specifikke formål:   
 
1. Behandling og støttetilbud: At identificere behov og de bedste metoder til at udvikle multidisciplinære 
tilbud til voksne, der er påvirket af ASF, herunder farmakologiske og ikke-farmakologiske interventioner 
samt bolig-, uddannelses- og arbejdsmæssige såvel som økonomiske og sociale tilbud. 

Sammenfatning: Ved alle spørgsmål var de professionelle generelt mere tilbøjelige end de voksne autister 
eller omsorgspersonerne til at svare, at de oplevede, at tilbuddene var i overensstemmelse med anbefalingerne. 
Alle tre deltagergrupper angav ofte, at man ikke havde oplevet et specifik aspekt af anbefalingerne, men 
samtidig angav de, at der faktisk var et behov for de anbefalede typer af tilbud (rapporteret af voksne autister, 
omsorgspersoner, f.eks. i spørgsmål omkring de anbefalede aspekter af tilbud generelt), eller at det ville være 
til gavn for praksis (rapporteret af professionelle, f.eks. forskellige former for ASF-vejledning på 
arbejdspladsen og skriftlige vejledninger i ASF-tilbud). Alle tre deltagergrupper oplevede sjældent de 
anbefalede aspekter indenfor oplæring af professionelle og viden omkring ASF på arbejdspladser samt 
tilgængelighed af information om tilbud, som var let at forstå for de autistiske voksne. 

http://asdeu.eu/
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Ved alle spørgsmålene indenfor de forskellige bolig-, uddannelses- og arbejdsmæssige samt økonomiske og 
sociale tilbudsmuligheder sås en tendens til, at autistiske voksne og omsorgspersoner valgte tilbud, som var 
tilpasset mere til individuelle behov i stedet for generel støtte som for eksempel jobcentre. Blandt ønskerne 
var blandt andet tilbud specifikt for personer med ASF (for eksempel jobanvisning eller –rådgivning særligt 
for personer med autisme) og tilbud, som på andre måder var bedre tilpasset den enkeltes behov. 
 
2. Diagnose og støtte efter en diagnose: At identificere de bedste metoder til at forbedre adgangen til en 
diagnose og støtten efter en diagnose, for personer som får en ASF diagnose i voksenlivet.   

Sammenfatning: I alle tre respondentgrupper oplevede flertallet af deltagerne tilgængelighed af de fleste af 
de anbefalede aspekter af autisme-diagnoseprocessen for voksne. I modsætning hertil var det kun en lille 
andel af deltagerne i alle tre grupper, som oplevede de anbefalede aspekter af støtte efter en ASF-diagnose. 
Derudover angav mere end halvdelen af de voksne autister og omsorgspersoner, at de havde behov for de 
anbefalede aspekter af støtte efter en diagnose.  

3. Sundhed og medfølgende sygelighed: At identificere behov og den bedste praksis for behandling af 
tilstande, der opstår hos personer med autisme.   

Sammenfatning: De professionelle virkede til at være opmærksomme på kroniske mentale og fysiske 
helbredsforhold, som muligvis kan opstå hyppigere hos autistiske voksne end hos ikke-autistiske voksne (og 
almindeligvis rapporteres af de voksne autister og omsorgspersoner), bortset måske fra ulykker med skader til 
følge. De voksne autister var mere tilbøjelige til at rapportere positive sundhedsmæssige vaner end 
omsorgspersonerne, og en stor andel af de professionelle mente, at mange positive sundhedsmæssige vaner 
var sjældnere blandt autistiske end ikke-autistiske voksne. Flertallet af de professionelle mente, at autistiske 
voksne var mere tilbøjelige til ikke at genkende eller rapportere forhold såsom smerte, sundhedsmæssige og 
fysiske problemer end ikke-autistiske voksne, mens kun en lille del af omsorgspersonerne rapporterede sådan 
opførsel hos den autistiske voksne. Et flertal af omsorgspersoner rapporterede usædvanlige kostvaner hos de 
voksne autister, hvilket var i tråd med  professionelles opfattelse af, at usædvanlige kostvaner oftere ses hos 
autistiske end hos ikke-autistiske voksne. 
 
4. Støtte ved store livsforandringer: At identificere de bedste metoder i forbindelse med overgange i 
voksenlivet med særligt fokus på den plejemæssige overgang fra ung til voksen. 
 
Sammenfatning: Kun et mindretal af de voksne autister og omsorgspersonerne oplevede hver af de anbefalede 
metoder i forbindelse med støtte til overgangen fra ung til voksen eller ved store livsforandringer generelt. 
Antallet af professionelle, der rapporterede anbefalinger som standard praksis var højere end antallet af voksne 
autister og omsorgspersoner, som faktisk oplevede den form for tilbud. Men de fleste anbefalinger blev ikke 
rapporteret som standard praksis af de professionelle; ved hver anbefalet metode i forbindelse med overgangen 
fra ung til voksen rapporterede mellem 10% og 30 % af de professionelle, at det ikke var standard praksis, men 
at det ville være en hjælp. 
 
5. Ældrepleje: At identificere behov i tilbud og pleje for ældre med autisme.   
 
Sammenfatning: Indenfor ældreplejen var oplæring af personale omkring autisme den primære faktor, som 
de voksne autister og omsorgspersonerne ønskede forbedret, og i alle tre deltagergrupper var dette det 
hyppigste forslag til forbedringer. Alle grupperne pegede på vigtigheden af at forstå autistiske voksnes eget 
syn på behov i ældreplejen. De professionelle fokuserede også på behovet for en bedre forståelse af de 
aldersbetingede sundheds- og adfærdsmæssige forandringsmønstre. 
 
Overordnet konklusion 
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Resultaterne giver et værdifuldt overblik over mange facetter af forholdene indenfor behandlings- og 
støttetilbud for autistiske voksne, De professionelle var generelt mere tilbøjelige end de autistiske voksne og 
omsorgspersoner til at rapportere, at de oplevede et tilbuds anbefalinger. Denne forskel understreger muligvis 
de professionelles brede erfaring i modsætning til den individuelle voksne autist eller omsorgsperson, men den 
understreger også vigtigheden af at indhente perspektiver fra alle tre deltagergrupper, når man skal vurdere, 
hvilke tilbud der er brug for. Vi håber, at resultaterne også vil være til gavn ved udarbejdelsen af kommende 
videnskabelige studier og fokusere den fremtidige indsats samt den videre udvikling af tilbud til voksne med 
autisme i Danmark. 
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2: Executive summary  
The number of diagnosed adults with autism is rising in the wake of the dramatic increases since the 1990s in 
diagnosis of autism in children and many persons with autism may not be diagnosed until adulthood. 
Although persons with autism may face challenges and need support throughout life, the vast majority of 
autism spectrum disorder (ASD) research has focused on children. Little is known of the long-term outcomes 
or best practices for treatment and care of adults with autism and their families. 

To address this gap, the Autism Spectrum Disorders in the European Union (ASDEU) project 
(http://asdeu.eu/) conducted an anonymous, on-line survey in 2017 in 11 European countries including 
Denmark to investigate the availability and needs for services for autistic adults. Three versions of the survey 
(for autistic adults, carers of autistic adults and professionals with working experience in adult services) were 
distributed widely through electronic and social media to national/local, public and private autism service 
provider organizations. Many questions in the survey were designed to assess if respondents’ experiences of 
services were consistent with published (though not always evidence-based) guidelines and 
recommendations for autistic adult services.  

The present report presents the results for the 630 Danish respondents specifically (221 autistic adults, 154 
carers of adults with autism, and 255 professionals; 34% of respondents in all countries) and thus aims to 
provide a snapshot of recent services availability and practices that may inform future development of 
services for adults with autism in Denmark.  

Results 

There was a preponderance of women in all three respondent groups (73% to 87% women), but a 
preponderance of autistic men among carers’ adults (36% autistic women). The autistic adult responders 
tended to be older than the carers’ adults (27% versus 67% 18-25 years of age). Around one third of autistic 
adult respondents reported that they had a college or university education or to be in college or university 
now, and 95% completed the survey without help. More than half of carers adults had a low level of 
independence. The majority of professionals (78%) worked as non-medical professionals, most as 
teacher/pedagogue, social worker, psychologist or other.    

Results by 5 specific aims:   
 
1. Services and care aim: Identify needs and best practices suitable for the development of adequate 
multidisciplinary approaches around services and care of adults affected by ASD including pharmacological 
and non-pharmacological interventions and residential, education, employment, financial and social services.  

Summary: Across all questions, professionals were more likely in general than adults or carers to report that 
they experienced a recommended feature of a service. In all three respondent groups, there were frequent 
instances where the answer selected was that they had not experienced a specific feature, but it was needed 
(adults, carers, e.g. recommended features of services in general) or would be helpful (professionals, e.g., 
different kinds of ASD guidance in the workplace, written ASD services guidelines). Recommended features 
that were experienced by low proportions in all three respondent groups included: services employees with 
ASD training and knowledge of ASD, and provision of services information that was easy to understand by 
autistic adults.  
 
One possible pattern observed in the different residential, employment, educational, financial and social 
services options that adults and carers tried to get and failed or believe would better suit their current needs 
were options that were more tailored to individual need versus general supports like job centers. Sometimes 
these preferred options were specific to ASD (e.g., job placement or employment counseling specific for 
persons with autism) or could be otherwise tailored more closely to a person’s need.  

http://asdeu.eu/
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2. Diagnosis and post diagnosis support aim: Identify best practices improving access to diagnosis and 
post-diagnostic support when ASD is detected in adulthood.   

Summary: The majority of respondents in all three groups experienced the majority of the recommended 
features of the autism diagnosis process for adults. In contrast, very low proportions of respondents in all 
three groups experienced the recommended features for post-ASD diagnosis support, and 50% or more of 
adults and carers said that the recommended features for post-diagnosis support were needed. 

3. Health and co-morbidities aim: Identify needs and best health care practices for the management of co-
occurring conditions with ASD.   

Summary: Professionals seemed aware of chronic mental and physical health conditions that occur more often 
in autistic adults than non-autistic adults (and were commonly reported by the adults and carers), except 
possibly for accidents with injuries. Adults were more likely to report positive health behaviors than carers 
and large proportions of professionals believed that many positive health behaviors were less frequent in 
autistic than non-autistic adults. The majority of professionals believed that autistic adults were more likely to 
not recognize or report things like pain, health or physical problems than non-autistic adults, whereas only a 
minority of carers reported this behavior in their adult. A majority of both carers and professionals reported an 
unusual diet in their adult or the belief that an unusual diet is more frequent in autistic than non-autistic adults, 
respectively.     
 
4. Support during life transitions aim: Identify best practices around the management of transitions during 
adult life, with a special focus on the adolescent to adult care transition. 
 
Summary: Only a minority of adults and carers experienced each of the recommended practices in connection 
with transition from adolescent-to-adult service or with major life transitions in general. The proportion of 
professionals reporting recommendations as standard care was higher than the proportion of adults and carers 
who actually experienced the type of care. However, most recommendations were not reported to be standard 
care by professionals; between 10% to 30% of professionals reported for each recommended practice for the 
adolescent-to-adult transition that is was not standard but would be helpful. 
 
5. Elder care aim: Identify needs in services and care for the autistic elder.   
 
Summary: Staff training about autism in services for elder care was the prime item of concern for 
improvement among adults and carers and the most frequent recommendation for approaches to improvement 
by all three respondent groups. All groups pointed to the importance of understanding autistic adults’ views of 
needs in elder care. The professionals also focused on the need for better understanding of the health patterns 
and patterns of change in core autism behaviors with age. 
 
Overall conclusion  

The results provide a rich overview of many facets of the state of autistic adult services and care and also may 
serve as a guide to where to focus future effort concerning autistic adult services in Denmark. Across all 
questions, professionals were more likely in general than adults or carers to report that they experienced a 
recommended feature of a service. This difference possibly highlights the broader experience of the 
professional versus the individual adult or carer but also underscores the importance of getting the perspectives 
of all three respondent groups in determining services needs in a community.  
 
We hope the results will benefit the design of future scientific studies and further development of services for 
adults with autism in Denmark.  
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3. Introduction and guide for the reader 
In 2017, the Autism Spectrum Disorders in the European Union (ASDEU) project (http://asdeu.eu/) 
conducted an anonymous, on-line survey of autistic adults, carers of autistic adults and professionals in adult 
services to improve understanding of current services practices for autistic adults in the EU and opportunities 
for improvement. ASDEU comprised 20 partners in 14 European Union (EU) states (Figure). Residents in 
11 European countries participated in the survey; 34% of participants lived in Denmark.  

The present report summarizes the results for the 630 
respondents who lived in Denmark (221 autistic adults, 154 
carers of adults with autism, 255 professionals) specifically 
and thus aims to provide a recent snapshot of services 
availability and practices that may inform future 
development of services for adults with autism in Denmark.  

Many questions in the survey were based on published 
guidelines and recommendations for different types of 
autistic adult services. It is critical to note that the published 
guidelines and recommendations have not, in most cases, 
been rigorously, scientifically evaluated. Thus, we cannot 
say the guidelines are the ‘best’ way, but they served as a 
common starting point against which we could evaluate 
local services experiences across ASDEU countries. 

The primary aim of this report is to present basic tables and figures of results associated with each question in 
the survey. The volume of these data which are compiled in the appendices is quite large. Therefore, the 
associated report text describing the results in each appendix was intended only to be a basic summary, 
highlighting different features of the results. Readers interested in a specific topic or service area are 
encouraged to examine more closely the relevant appendix data.  
 
It is also critical to note that the survey results were derived from a convenience sample and not based on a 
scientific sampling frame. Therefore, we did not perform formal statistical analysis of the data and the results 
may be best viewed as a large ‘pilot study’. All results and interpretation of the data need follow-up for 
confirmation in well-designed scientific studies.  
 
The Denmark report was prepared at Aarhus University, Department of Public Health, by Diana Schendel 
(ASDEU Principal Investigator, Denmark) and Anne Bo (Postdoctoral Fellow) from September 2019 to 
February 2020. The report preparation was funded by the Sophie Foundation and electronic copies will be 
made freely available and distributed widely among relevant stakeholders identified during the planning and 
conducting of the ASDEU survey in Denmark in 2017.     

4. Background  
The vast majority of autism spectrum disorder (ASD) research regarding identification and diagnosis, 
treatment and care has focused on children. Like persons with other juvenile-onset chronic health conditions, 
however, many persons with autism face challenges throughout the lifespan and most will rely on support 
from their families and communities throughout life. Further, many persons with autism may not be 
diagnosed until adulthood and their needs may not be well understood by adult care providers unfamiliar 
with autism. Due to the limited research attention on adults with autism, however, little is known of the long-

Figure 1: The 14 European ASDEU partners 

http://asdeu.eu/
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term outcomes in adulthood, what factors influence the outcome, and best practices for care and support of 
adults with autism and their families to promote good outcomes (1, 2). The need to improve our knowledge 
of autism in adulthood is especially critical since the number of diagnosed adults with autism is rising in the 
wake of the dramatic increases since the 1990s in diagnosis of autism in children. The ASDEU project aimed 
to address these knowledge gaps by contributing to an EU perspective on adults with autism services and 
care. It is important to note, however, that ASDEU did not take the first step to address the needs of adults 
with autism and their families in individual member EU states. Other initiatives include reports (3-8) 
describing quality standards for health and social services for adults with ASD and associated metrics for 
evaluation and profiling the needs and gaps in services for adults with autism. Common general themes 
across these and other reports on the needs of adults with autism include: importance of coordinated care 
through time; importance of ASD-specific training and competencies in persons at all organizational levels 
involved in care of autistic  adults; importance of local strategic plans and a designated local responsible lead 
over provision of adult autistic services; inclusion of autistic persons and families in decision-making and 
processes; and transparent processes for identification, diagnosis and assessment of needs. Achieving these 
thematic goals in the EU relies on the exchange of information and compilation of knowledge across EU 
sites. 

 

5. Objectives 
General ASDEU objective: To create a comprehensive framework to improve adult autistic treatment and 
care.   

Specific objectives: Using the adult lifespan perspective we aimed to address the following 5 integrated 
specific objectives:  

1. Services and care: Identify needs and best practices suitable for the development of adequate 
multidisciplinary approaches around services and care of adults affected by ASD including pharmacological 
and non-pharmacological interventions and residential, education, employment, financial and social services.  

3. Diagnosis and post diagnosis support: Identify best practices improving access to diagnosis and post-
diagnostic support when ASD is detected in adulthood.   

2. Health and co-morbidities: Identify needs and best health care practices for the management of co-
occurring conditions with ASD.   

4. Support during life transitions: Identify best practices around the management of transitions during adult 
life, with a special focus on the adolescent to adult care transition. 

5. Elder care: Identify needs in services and care for the autistic elder.   

  

6: Methods: On-line survey  
The survey goal was to obtain information on services availability and actual service experiences related to 
autistic adult care in each participating ASDEU country.  
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Survey development 
Three versions of the survey were developed in order to obtain information about local services from three 
different perspectives: adults with ASD, family/caregivers of autistic adults and 
administrators/professionals/service providers for adults.  

Many survey questions were based upon a variety of published guidelines and recommendations regarding 
services for autistic adults, which created a basis for an external reference regarding services for autistic 
adults. For the questions, the answer choices were developed to reflect how closely the respondent believed 
that the local services that they had experienced ‘fit’ these recommendations.  The survey results thus provide 
a measure of how closely services provision at the local level align with published guidelines.  

In the introduction page of the surveys, responders were instructed to select the answer that seemed to fit 
most closely with what they knew or had experienced and to answer to the best of their knowledge and 
experience; there was no ‘right’ or ‘wrong’ answer. The questions were written using everyday language and 
avoiding technical terms that might not be understood or applicable across all the different countries.  

The survey content comprised: 

• Background of the person who was answering the survey. The survey did not ask for personal 
identifying information (e.g., name, address). The background information section asked for a few 
demographic characteristics in order to classify the respondent for analysis purposes (e.g., sex, age 
group, highest education level, country of residence, population size of the community where they 
lived/worked). 

• General knowledge about services for autism. 
• Awareness of autism in the work place (in professional version only). 
• Medical/health type services (diagnosis services for adults, interventions for adults, health services 

and health profile of adults). 
• Non-medical services: residential, employment, education/training, financial, social services. 
• Practices around managing transitions: Adolescent to adult services transition, other major life 

transitions. 
• Services and care recommendations for the elderly with autism. 

In total there were 446 questions in the adult version, 469 questions in the carer version and 521 questions in 
the professional version. However, none of the respondents answered all questions. Many sections were 
restricted to respondents with a specific background or experience. Table 1 provides the criteria for responding 
to each section across all 3 survey versions:  
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Adult Carer
Background of responder All All All
General knowledge about services for autism All All All
Awareness of autism in the work place --- --- All

Medical/health type services  Answer if: Answer if:

ASD diagnosis process and post-diagnosis support If DX => 18 yrs If DX => 18 yrs If have experience in last 2 years
Interventions In last 2 years In last 2 years If have experience in last 2 years
Health DX => 18 yrs In last 2 years If have experience

Non-medical types of services Answer if: Answer if:

Residential In last 2 years In last 2 years If have current experience
Adult education In last 2 years In last 2 years If have current experience
Employment In last 2 years In last 2 years If have current experience
Financial In last 2 years In last 2 years If have current experience
Social support In last 2 years In last 2 years If have current experience

Transitions Answer if: Answer if: All professionals, if:
Adolescent to adult services transition If in last 2 years If in last 2 years If have current experience
Managing other major life transitions If in last 2 years If in last 2 years If have current experience

Services and care for the elderly with autism (> 55 yrs) All If current experience If have current experience

Professional

Only Professionals who 
selected to answer medical 

services  and :

Only professionals who 
selected to answer non-
medical services and :

 

Table 1. Respondent criteria for each section of the ASDEU on-line survey  

 

 

 

 

 

 

 

 

 

 

 

 

Survey distribution 

The survey was launched in mid-February 2017 in 3 languages (English, Spanish and Danish). As of 15 
September 2017, all 3 versions of the survey had been launched on-line in 11 languages (English, Spanish, 
Danish, French, Polish, Icelandic, German, Finnish, Italian, Romanian, Portuguese (professional version 
only)).  

ASDEU study resources were limited and it was not feasible to distribute the survey following a rigorous 
scientific study design with a pre-defined geographical study population. Instead, the survey was designed 
to be on-line and anonymous – that is, no collection of personal identifying information – and to be distributed 
widely through electronic and social media. Thus, the survey was announced in an ASDEU e-newsletter and 
the web links were posted on the ASDEU website and further distributed by ASDEU sites in their own 
countries. The ASDEU sites sent survey notices and invitations to participate in the survey to their 
national/local autism organizations, and public and private service provider organizations (including 
residential facilities, job training and education programs); these organizations were encouraged to post the 
survey links in their own electronic outlets.  

For the purposes of ASDEU, a final data set for analysis was comprised of survey responses submitted 
through 11 December 2017.  

This report is based on all responses in the final data set by the subset of participants who reported in the 
survey that they lived in Denmark.  
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Ethical considerations 

Rules regarding ethics committee approval for protection of human subjects in studies vary across EU sites. 
Each ASDEU site was expected to obtain local ethical approval, as needed, to distribute the survey in their 
country. Some ASDEU sites were required to obtain local ethical committee approval, even for anonymous 
surveys, prior to distributing the survey in their country. One site was required by their local ethical 
committee to add a question regarding consent before the survey was initiated by a respondent. This question 
was added to the survey and asked the respondent to tick a box ‘Yes’ or ‘No’ in answer to the question: ‘Do 
you consent to take part in the survey?’ This question appeared in all 3 survey versions and in all languages. 

 

Survey data assembly and statistical analysis 

The counts of completed and partial completed surveys for each language and survey version (adult, carer and 
professional) as of 11 December 2017 are shown in table 2 below. 

 

Table 2: Counts of respondents by language versions of the ASDEU on-line survey on 11th December 2017 

 

 

 

 

 

 

 

* NB: Respondent numbers in table 2 are based on which language version respondents chose to use. Numbers in table 
three are based on respondents’ self-reported country of residence/workplace. The latter are used to define the sample 
for the Danish report.  

All data from both completed and partially completed questionnaires were compiled into the analysis data 
set. Many questions allowed respondents to pick ‘other’ as an answer choice and then specify their answer 
in free text. These responses were recorded in the local language and required translation by the relevant 
ASDEU partner in order to be included in the analysis. It was not feasible to translate and compile these data 
for the current analysis and report.  

 

Statistical analysis 
Analyses comprised descriptive statistics. Aggregated summary statistics (e.g., frequencies and percents of 
responses to questions) were generated. In analyses of the different services areas (residential, employment, 
education, financial, social) we performed stratified analyses by the level of independence/support needs of 
the autistic adult (carers’ adults). No individual-level data were reported. If there were 3 or less respondents 
for a specific question, then the results for that question were not included in the report. 
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7: Survey results 
Table 3 and Figure 2 show the demographic characteristics of the 3 respondent groups: adult, carer and 
professional  

In brief, among autistic adults, carers and professionals, there was a preponderance of women responders. 
Among autistic adults of the carers, however, the male:female ratio was 3:1. Almost all (95%) autistic adult 
respondents answered the survey without any assistance. One third (n=73 of 221) of autistic adult respondents 
were either currently in college or university (n=21) or were in a college/university education program when 
they completed their education (n=52). Autistic adult responders tended to be older than the carers’ adults. 
Less than half of the carers’ autistic adults (44%) had high or some level of independence, whereas the 
majority required a high level of support. Among the professional respondents, four in five (78%) reported 
to be working primarily in a non-medical field (e.g., housing, employment, or social services), while the 
remaining worked with medical-type services (e.g., diagnosis, interventions, health characteristics). 

 

Table 3: Demographic characteristics of the survey respondent groups: adult, carer and professional  

 
 
 

 Adult Carer Professional 
 Total n n (%) Total n n (%) Total n n (%) 
Female among respondents 221 162 (73,3) 154 134 (87,0) 255 200 (78,4) 
Female among carers’ adults   150 55 (36,7)   
Age, years   Age of autistic adult   

18-25 yrs 221 60 (27,2) 150 101 (67,3)   
26-35 yrs 221 69 (31,2) 150 30 (20,0)   
>35 221 92 (41,4) 150 21 (12,7)   

High level of independence/needs 
little support 

  148 65 (43,9)   

Carer is a parent to the autistic 
adult 

  149 126 (84,6)   

Education:       
Adult is in college or university 
now or when finished education 221 73 (33,0)     

Adult has answered without help 167 159 (95,2)     

Working area:       
Medical1     152 34 (22,4) 
Non-medical2     152 118 (77,6) 

Top 4 types of professional:       
Teacher/pedagogue     255 95 (37,3) 
Social worker     255 63 (24,7) 
Other     255 63 (24,7) 
Psychologist     255 12 (4,7) 

1Medical: services that are related to diagnosis, medical, health care or intervention 
2Non-medical: services that are NOT related to diagnosis, medical, health care or intervention 
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Figure 2: Size of community where respondents live/work 
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Specific Objective 1: Approaches to services and care, including interventions (APP 1-
APP 20) 
 
Professionals’ backgrounds and characteristics of their workplace (APP 1-APP 2) 
1. Type of workplace and length of employment (APP 1) 
Medical professionals:  

• Fig 1a: 14 of 34 (41%) worked at organizations serving adults only (versus adults and children) 
• Fig 1b: Of the medical professionals, the highest proportion was working in organizations serving 

persons with ASD (16 of 34, 47%) versus organizations working with all citizens ( 12 of 34, 35%) or 
disabled persons (6 of 34, 18%).  

• Half of medical professional responders had been employed at their current workplace for more than 
6-10 years. (Median work time 6-10 years) (Data not presented in APP) 

• Fig 2a: Medical professionals (n=34) were most often employed in: Autism-spectrum specific centers 
(35%), public organizations (32%), public hospital/clinics (12%) or private organizations (12%).   

Non-medical professionals:  
• Fig 1a: 18 of 118 (15%) worked at organizations serving both adults and children (vs. adults only) 
• Fig 1b: Of the non-medical professionals, the highest proportion was working in organizations serving 

disabled persons (44%) versus 30% in organizations serving persons with ASD and 26% in 
organizations serving all citizens. 

• Half of non-medical professional responders had been employed at their current workplace for more 
than 6-10 years. (Median work time 6-10 years) (data not presented in APP) 

• Fig 2b: Non-medical professionals (n=118) were most often employed in: Day centers, residential or 
supported living (26%), social services (19%) or employment centers (19%). 18% reported to be 
working in “other” institutions.  

 

2. Recommendations around ASD guidance and level of ASD awareness in the professional workplace (APP 
2) 

Responses for medical and non-medical professionals are combined for this summary: 
• Fig 1: Among professionals, more than 70% reported that they had access to each of the recommended 

types of guidance, except for ‘guidance on what to do if suspecting a client has autism’ (44%: yes) 
and guidance on how help to get services (61%: yes). Around 10%-25% of professionals answered 
‘No (not available), but would be helpful’ to each of the recommended features 

• Fig 2a: Professionals reported that the guidance on ‘possible signs of ASD’ or ‘How to interact with 
persons with ASD’ was most often received via in-person training, informal information sharing, or 
printed material (reported by around 70% to 90% of professionals for each type of guidance). Further, 
around half of professionals reported use of online information. 

• Fig 2b: For professionals reporting that they were allowed to make accommodations for persons with 
ASD, over 70% reported they could make accommodations for personal space, visual supports, and 
time flexibility. Fewer of the professional responders (40-60%) reported that they could make 
accommodations for noise and lighting level or colors of interior.  

 



16 
 

Summary (APP 1-APP 2):  
Professional respondents primarily worked in non-medical organizations, such as day centers, residential 
facilities, employment and social service centers. Almost half worked specifically with persons with ASD, 
while the remaining worked with all citizens or people with special needs. They had long-standing work 
experience (median of 6-10 years) and the majority reported good access to each of the recommended ASD 
guidance features, as well as a high level of ASD awareness in the workplace. 
 
Organization of services: Adults’ and Carers’ experiences (APP 3-APP 4) 
1. Type of organization where applied for a given service (residential, employment, education, financial, 

social) (APP 3) 
• Figs 1-5: Over 70% of adults or carers applied for a service at a public office; about 10% applied at a 

private organization (except for financial services); almost no respondents applied for services at a 
charitable organization 

 
2. Client group that a given service (residential, employment, education, financial, social) was set up for 

(APP 4) 
• For residential (Fig 1) and social services (Fig 5) the highest proportion of adult or carer respondents 

(approximately 50%) reported that services were set up for ASD specifically 
• For employment services (Fig 2), the highest proportion of carers reported that services were set up 

for autistic adults (39%), whereas autistic adult respondents most often reported that services were set 
up for all citizens (44%).     

• For education services (Fig 3), the highest proportion of carers (41%) and autistic adult respondents 
(61%) reported that services were set up for people with special needs. However, 38% of carers also 
reported that services were set up for autistic adults specifically.  

• For financial services (Fig 4), almost none of autistic adults or carers reported that services were set 
up for autistic adults specifically. Among carers, most reported that services were set up for people 
with special needs (52%), and among adults, most reported that services were for all citizens (56%).  

 
Summary (APP 3-APP 4):  
Adults and carers are most likely to apply for a service at a public office. The residential or social services they 
receive are most likely to be set-up for persons with ASD. The employment, education or financial services 
they receive are for the most part set-up for either all adults or for persons with disabilities. For all services, 
carer respondents more often reported that services were set up for persons with ASD than autistic adult 
respondents did.   
 

Recommendations for organization of ASD services: Professionals’ experiences (APP 5-APP 7) 
1. Alignment with guidelines: Written guidelines regarding ASD in the geographical area where you work 

(APP 5) 
• Fig 1: About 45% of professionals reported that written guidelines for ASD were in place in their area 

or in progress. An additional 27% said guidelines were not in place but would be helpful. 
• Fig 2: If written guidelines were in place, around two out of three professionals believed the guidelines 

worked well, while half reported that guideline worked only partly or not at all. Between 60%-80% 
said that the guidelines were easy to understand, person-centered, appropriate for persons with ASD 
and evaluated regularly to see it working. Less than half reported that guidelines were coordinated 
across sectors.    
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2. Alignment with guidelines: Services system set up for autistic adults specifically (APP 6) 

• Fig 1: About 70% of professionals said that a services system specifically for autistic adults was either 
set-up in their area or in progress. However, 15% said such a system was not in place but would be 
helpful and 10% had no knowledge about it. 

• Fig 2: If such a system was in place, over 90% of professionals reported that public organizations were 
involved in the set up, and 44% and 17% reported that private and charitable organizations were 
involved respectively.  

• Fig 3: There was a broad mix of representatives involved in the system set up, most often (reported by 
40%- 55% of professionals) from adult mental health services, social and housing services, autistic 
adults, adult education and employment, but less often (reported by 10%-30%) from family members 
and carers of autistic adults, charitable organizations, general practitioners and criminal justice. 

 
3. Alignment with guidelines: Special autism teams work directly with autistic adults to get services (APP 7) 

• Fig 1: About 60% of professionals said that special autism teams were either set-up in their area or in 
progress. An additional 19% said such teams were not in place but would be helpful, and 13% had no 
knowledge about it. 

• Fig 2: If such teams were in place  
o 60% of professionals reported that the teams satisfied the demands 
o Of the nine recommended functions to be performed by the teams, eight were reported to occur 

by more than half of the professional respondents  
o The 2 recommended functions most often performed were ‘the teams evaluated what kinds of 

services the adult would need’ (84%) and ‘evaluates what kind of interventions might be 
helpful’ (75%). The functions least often performed were ‘the team provided ASD training 
for employees regarding the adults service needs’ (54%) and the teams are disciplinary (42%).   

 
Summary (APP 5-APP 7):  
Less than half of professional respondents reported that written guidelines about persons with ASD were in 
place in their work area, but more than two thirds reported that a services system (most often including public 
organizations) specifically for autistic adults was either set-up in their area or in progress. When guidelines or 
service systems were not available, the majority of professionals believed they would be helpful. Two thirds 
of professional respondents also said that autism specific teams were set up in their area and eight of nine 
recommended functions of the teams were reported to occur by at least half of the respondents. The team 
functions least likely to be reported to occur included providing ASD training for employees and teams were 
multidisciplinary 
 
Recommended features of services for persons with ASD (APP 8-APP 12) 
1. Alignment with guidelines: Recommended characteristics of services in general (APP 8) 

• Fig 1 and Fig 2: For adults (Fig. 1) and carers (Fig 2), only about 20%-30% reported that services 
included multidisciplinary teams. Approximately half of adults or carers reported that services 
included a single point of contact. Adults more often reported that the adult participated in care (54%: 
yes) than the family did (39%: yes). For carers, the opposite pattern appeared: around half (54%) 
reported that the autistic adult participated, while two thirds (67%) reported that the family 
participated. Only about one third (36%) of carers reported that the services provided a way to 
coordinate across difference services or were given a contact if they had concerns. 
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• Fig 3: Professionals more often reported that services included the recommended features, than did 
carers and autistic adults. Thus, among professionals, approximately 60% to 70% reported that 
services included ways to coordinate services, a single point of contact, adult and family participate in 
care and the family is informed who to contact if they have concerns.  

• Figs 1-3: Among autistic adult and carer respondents, 20%-60% reported ‘no (the feature is not in 
place), but it would be helpful’ to each of the recommended features (Fig 1 and Fig 2). This answer 
choice, however, was made less often among professionals (26% or less) (Fig 3). 

 
2. Alignment with guidelines: Services staff training in ASD (APP 9) 

• Fig 1: Less than half of professional respondents reported that the offices where adults would go to 
get services offered employee training about 1) ASD and working with autistic people, or 2) about the 
availability of services for autistic persons. In contrast, 30%-40% said that such training would be 
helpful. 

• Fig 2a and 2b and Fig 3a and 3b: At the offices where they went to apply for a given service 
(residential, employment, education, financial, social), 30% or less of adults or carers said that the 
staff seemed knowledgeable about ASD or ASD services. On the other hand, 50% to 75% reported 
that some or none of the staff seemed knowledgeable about ASD or ASD services, while around 10% 
to 20% reported that they do not know. 

• Fig 4: About half of autistic adults (52%) and carers (60%) said that staff in their residential facility 
had special ASD training, whereas four in five professionals (82%) report that residential services in 
their work areas provide specialist ASD training for employees. 

 
3. Alignment with guidelines: Services coordination (APP 10) 

• Fig 1: A higher proportion of professionals (56%) than carers (21%) reported that current services 
include a way to coordinate the different services for the autistic adult. In line with this, 66% of carers 
and only 26% of professionals said it was not in place, but would be helpful. 

• Fig 2: <50% of adults and carers said that their residential service provides a way to coordinate 
services. Almost 70% of professionals, however, said that residential services provided coordination.  

 
4. Alignment with guidelines: Single point of contact (APP 11) 

• Fig 1: About half of adults (57%) and carers (50%) and two thirds of professionals (69%) reported that 
their current services (adults, carers) or the services system (professionals) provided a single point of 
contact for services coordination. Among adults and carers, more than 30% said that there was not a 
single point of contact, but it would be helpful, while this was only reported by 16% of professionals.  

• Fig 2: Two thirds (69%) of professionals said that special autism teams specifically provided a single 
point of contact (Also presented in APP 7). 

 

5. Alignment with guidelines: Information that is easy to understand (APP 12) 
• Figures 1a and 1b: Less than one third (28%) of professionals reported that service offices provided 

information to autistic adults that is easy to understand (Fig. 1a). However, more than two thirds (68%) 
of professionals believed that the written ASD guidelines for professionals about services for autistic 
adults were easy to understand (Fig 1b). 

• Fig. 2: Only around one third or less of adults (30%), carers (20%), or professionals (35%) reported 
that information about how to get an ASD diagnostic evaluation was easy to understand. 
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• Fig 3: A larger proportion of professionals (close to 75%) than autistic adults (close to 20%) and carers 
(close to 45%) reported that the information provided about a major life transition (reason for it; what 
will happen) was easy to understand. 

• Fig. 4: Only around 20% to 30% of autistic adults reported that employees at offices where the adult 
applied for services, provided information that was easy to understand about the given services 
(residential, employment, education, financial, social). The proportion of carers reporting that this 
information was easy to understand, was slightly lower than among autistic adults for all service types.   

 

Summary (APP 8-APP 12):  
For most types of recommended features for services in general, only about one in five to half of adults and 
carers reported that the services feature was in place. Less than half of adults and carers reported that service 
employees had ASD training or seemed knowledgeable about ASD. Furthermore, a large proportion of adults 
and carers reported that their services lacked coordination. In contrast, professionals generally reported a 
higher concordance with recommendations with close to two thirds reporting that many recommended features 
of services were in place. Like adults and carers, however, less than half of professionals reported that there 
was training about autism for staff in offices where autistic adults would go to get services, although most 
professionals reported that training was often available for staff in residential facilities. With regard to 
provision of information, low proportions of adults, carers, and professionals reported that the information for 
autistic adults about services and about how to get a diagnostic evaluation was easy to understand for autistic 
adults.  
 
Availability of and preferences for residential, employment, educational, financial, and social services 
(APP 13-17) 
 

1. Availability of and preferences for residential services (APP 13) 
• Figs 1-3: For adult respondents, ‘help in own home’ was by far the preferred residential service choice: 

o Fig 1: 70% of adults who tried and failed to get a residential service, were trying to get ‘help 
in own home’ 

o Fig 2: 74% of adults who had received a residential service, had received ‘help in own home’  
o Fig 3: The most frequent choice for a residential service best suiting their needs now was ‘help 

in own home’ (22%) (note that 40% reported that they were satisfied with current situation) 
• Figs 4-5: For carers, the responses differed slightly depending on their adult’s level of independence: 

o Figs 4-5: For carers of high independence adults: ‘help in own home’ and ‘help at college’ 
were the most common services applied for but failed (data not shown due to small sample 
size, n=7). These choices were also reported as the services most suited for the autistic adults’ 
needs now (Fig 5). With regard to services received for the autistic adult, ‘help in own home’ 
(57%) and ‘day center’ (11%) were the most commonly reported (Fig 4).  

o Figs 4-5: For carers of lower independence adults: ‘help in own home’ and ‘caregiver respite 
care’ were the most common services applied for but failed (data not shown due to small 
sample size, n=6). This group most commonly reported that ‘full time residential facility’ 
(26%) and ‘help in own home’ (24%) were the services received by the autistic adult (Fig. 4). 
They also reported that ‘full time residential facility’ (34%) and ‘help in own home (18%) 
were the most needed services now (Fig. 5).  

• Figs 6-7: For professionals:  
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o Fig 6: All residential service types were reported to be currently available by more than 50% 
of professionals. The specific residential services ‘help in own home’ (91%) and ‘full time 
residential facility/full apartment’ (78%) were most often available, while ‘caregiver respite 
care’ (56%) and ‘full time residential facility/private room’ (55%) were least often available.  

o Fig 7: Professionals’ top 2 choices for residential services most needed in their area now were 
‘full time residential facility/full apartment’ (42%) and ‘help in own home’ (40%). 

 
Summary (APP 13):  
Help in own home was the most frequently applied for and preferred service by adults and carers of high 
independence adults and, furthermore, the most frequently received service. Carers of low functioning autistic 
adults reported almost equally often that the autistic adults had received full time residential facility service or 
help in own home. These two types of service were also mentioned as the most needed services by 
professionals. 
 

2. Availability of and preferences for employment services (APP 14) 
• Figs 1-3: For adults, top 2 services: 

o Fig 1: Services applied for but failed – NOTE! very small sample size (n=13): ‘employment 
counseling specific for persons with autism’ and ‘job placement specifically for autistic 
persons’ (‘job mentors’ selected equally as often) 

o Fig 2: For adults who are in a service now/last 2 years, services the adult got: ’'Internships’  
and ‘job mentors’ 

o Fig 3: For service that would suit best now (if not satisfied with current service): ’Job mentors’ 
and ‘job placement specifically for persons with autism’ (‘employment counseling 
specifically for persons with autism’ was selected almost as often) 

 
• Figs 4-5: For carers, the top two services differed by level of independence: 

o Service applied for but failed (data not shown due to small sample size, high independence 
n=5, low independence n=6) : 
 High independence: ‘Job placement specific for persons with autism’ and 

‘Employment counseling specific for persons with autism’ 
 Low independence: ‘job mentors’ or ‘employment counseling specific for persons 

with autism’ 
o Fig 4: For the service the adult got:  

 High independence:  ‘Employment skills training’ and ‘community job center’ 
 Low independence: ’Sheltered employment’ or ‘employment skills training’ 

o Fig 5: For service that would suit best now (if not satisfied with current service):  
 High independence: ‘job mentors’ and ‘job placement specifically for specific for 

persons with autism’ 
 Low independence: ‘job mentors’ and ‘sheltered employment’ (although  

’employment counseling  specific for persons with autism’ was selected almost as 
often) 

 
• Fig 6: For professionals, around 80% to 90% reported that ‘job mentors’ ‘sheltered employment’ 

‘sheltered employment training’, ‘employment skills training’, ‘internships or work placement’ or 
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‘community job center’ were currently available. The remaining service types: ‘job placement specific 
for persons with autism’, ‘employment counseling specific for persons with autism’, ‘reasonable 
accommodations in the workplace for persons with autism’  and ‘employer training about autism’ were 
reported to be currently available by 36% to 58% of professionals. ‘Employer programs to encourage 
employment’ was only reported to be available by 22% of professionals. 

• Fig 7: For professionals , four suggestions (‘job placement specific for autistic persons’, ‘employer 
programs to encourage employment of persons with autism’, ‘job mentors’ and ‘sheltered 
employment’) were each reported to be the most needed services by 20% to 30%, while the remaining 
suggestions were selected by less than 20% of professional respondents.  
 

Summary (APP 14):  
For adults and carers, employment services that were applied for and failed to get, or services that would be 
preferred now most often included services tailored to ASD, such as ‘job placement specific for persons with 
autism‘, ‘employment counseling specific for persons with autism’ sheltered employment’ (lower 
independence adults), as well as ‘job mentors’. On the other hand, services that the respondents received often 
might be less specific to ASD such as ‘internships’, ‘employment skills training’, ‘job mentors’, ‘community 
job center’, as well as ‘sheltered employment (lower independence adults). The services most often reported 
by adults and carers as services they received were also among the top service types most likely to be reported 
as available by the professionals. The professionals top choices for services most needed, however, also were 
more specific to ASD: ‘job placement specific for persons with autism’, ‘employer programs to encourage 
employment of persons with ASD’ (the service least likely to reported as available by professionals), ‘sheltered 
employment’, as well as ‘job mentors’. 
 

3. Availability of and preferences for education/training services (APP 15) 
• Figs 1-3: Autistic adults (Fig, 1) had often applied for, but failed to obtain (NOTE small sample size 

n=6) ‘Day school or college for adults with autism’. This group, however, had most often received 
‘mentorship or specialist support in a regular education setting’ (Fig 2).  These two service types were 
reported in similar frequencies as the kind of education service the adult would prefer (Fig. 3). 

• Figs 4-5: Carers (of both high and low independence adults) reported that they most often applied for, 
but failed (data not shown due to small sample size, high independence n=3, low independence n=6) 
or would prefer (Fig. 5) the service ‘mentorship or specialist support in a regular education setting’, 
but they had most often received ‘Day school or college for adults with autism’ (Fig 4).   

• Figs 6-7: 80% or more of professionals (Fig. 6) reported that ‘mentorship or specialist support in 
regular education settings’ and ‘day schools or college for adults with autism’ were  available while 
only 55% reported that ‘boarding school or college for adults with autism’ were available. The two 
education services most often reported as available were also the types of services the professionals 
perceived as most needed (Fig 7).  

 
Summary (APP 15):  
Across all 3 respondent groups both ‘day school’ or ‘college for adults with autism’ or ‘mentorship or specialist 
support in a regular education setting’ were selected as the education service type most often applied 
for/received/preferred/most needed, while ‘boarding school or college for adults with autism’ was least likely 
selected. 

 
4. Availability of and preferences for financial services (APP 16) 
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• Figs 1-3: For autistic adults, financial services that were selected most often as applied for and failed 
to get (Fig. 1, NOTE small sample size, n=11) included ‘transportation benefits’, ‘stipend during 
school or job training’ and ‘supplementary income for persons unable to have full employment’. 
However, the two services most likely to be received were ‘unemployment benefits’ or ‘stipend during 
school or job training’ (Fig. 2). The top 2 choices for services they would prefer now (Fig 3) were 
‘supplementary income for persons unable to have full employment’ and ‘full pension’.  

• Figs 4-5: For carers of 
o High independence adults, the two most frequently selected service options for either a service 

applied for and failed to get (data not shown due to small sample size, high independence n=8) 
or service received (Fig 4) were ‘stipend during school or job training’ and ‘unemployment 
benefits’. However, the top two choices for preferred financial service (Fig. 5) were ‘stipend 
during school or job training’ and ‘supplementary income for persons unable to have full 
employment’. 

o Low independence adults, the two most frequently selected service options for either a service 
applied for and failed to get (data not shown due to small sample size, low independence  n=4) 
or service received (Fig 4) were ‘stipend during school or job training’ and ‘unemployment 
benefits’. However, the top two choices for preferred financial service (Fig. 5) were ‘full 
pension’ and ‘supplementary income for persons unable to have full employment’. 

• Figs 6-7: For professionals (Fig. 6), all services options were claimed to be currently available 
by >70% of respondents except for ‘caregiver supplementary income’ (55%) and ‘special 
insurance to help pay for health care’ (18%). The 2 most needed services according to 
professionals (Fig 7) were ‘supported employment’ and ‘full pension’. 

 
Summary (APP 16):  
For adults and carers, top choices of financial services that were either applied for and failed to get or services 
received were ‘unemployment benefits’ or ‘stipend/support during school of job training’ (‘Transportation 
benefits’ and ‘supplementary income for persons unable to have full employment’ were also reported in 
comparable frequencies by adults for services applied for and failed to get). However, adults’ and carers’ 
preferred financial services were primarily ‘full pension’ and ‘‘supplementary income for persons unable to 
have full employment’. Professionals’ top 2 choices for financial service most needed also included ‘full 
pension’ as well ‘supported employment’.  
 

5. Availability of and preferences for social services (APP 17) 
• Figs 1-3: Autistic adults (Fig. 1, NOTE small sample size, n=12) reported most often that they had 

applied for but failed to get ‘free time activities’, ‘family relations support and counseling’ and ‘life 
skills training’. On the other hand, among those who had received social support services, (Fig 2) by 
far the most selected choice (49%) was ‘life skills training’; around 20% of adults reported they 
received ‘free time activities’, ‘behavior training, for an individual’ or ‘support groups’. Yet, the top 
two preferred social services selected by adults (Fig. 3) were ‘peer matching with other autistic adults’ 
(13%) as well as ‘behavior training, for an individual’ (12%). 

• Figs 4-5: Carers of high independence adults (data not shown due to small sample size, high 
independence n=9) most often applied for and failed to get ‘life skills training’ ‘family relations 
support and counseling’ and ‘behavior training, for an individual’. Similar numbers of carers of low 
independence adults (data not shown due to small sample size, low independence n=6) also applied 
for and failed to get ‘family relations support and counseling’ and ‘behavior training for an individual’, 
but most chose ‘free time activities’. By far the most frequent social service received (Fig 4), however, 
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regardless of the adults’ independence level, was ‘life skills training’. Considering social services they 
would prefer (Fig 5), carers of high independence adults selected 6 of the 10 options fairly equally 
while behavior training in groups or support groups (in person or on-line) were seldom chosen. Carers 
of low independence adults most often selected peer-matching programs (with autistic or non-autistic 
peers) for the kinds of social service they would prefer (Fig 6).     

• Figs 6-7: Among professionals, over 50% of respondents reported that ‘life skills training’, ‘free time 
activities’ or ‘support groups, in person’ were currently available while the other services options were 
reported as available less often (Fig 6). ‘Life skills training’ was also selected by far the most often by 
professionals (68%; Fig 7) as the most needed social service. 

 
Summary (APP 17):  
’Life skills training’ was most often the social service received by autistic adults and carers and was most often 
chosen by professionals as currently available as well as the social service most needed. However, the services 
often selected as preferred across both adults and carers were peer-matching programs.  
 
Overall summary (APP 13-APP 17):  
One possible pattern observed in the different residential, employment, educational, financial and social 
services options that adults and carers try to get and fail or believe would better suit their needs were options 
that were more focused on an individual’s needs versus general supports like job centers. Sometimes these 
options were specific to ASD (e.g., job placement or employment counseling specific for persons with autism) 
or could be otherwise tailored more closely to a person’s need. Although there was some concordance between 
professional and adult/carer responses in terms of the availability and preferences/needs of different services 
options, the differences possibly highlight the different perspectives of the professional versus the adult/carer. 
Two services areas seemed to be closely linked: employment and financial services. The top choices regarding 
availability and preferences/needs for the services options in these 2 areas across all 3 respondent groups 
seemed to overlap – support options for obtaining employment and financial support around unemployment 
issues. 
 

Alignment with guidelines: Recommendations regarding residential services provisions (APP 18) 
• Figs 1b-7b: Professionals:  

o For each of 7 recommended features to be provided at residential services, 70% to 90% of 
professionals reported that it was in place or coming. 

• Figs 1a-7a, 8-9: Carers:  
o 40% to 50% of carers reported that ‘structured activities’ (Fig 1a), ‘activities to feel part of 

the community’ (Fig 2a), and ‘ways to coordinate other services with providers in the area’ 
(Fig 7a) were in place. 

o 50% to 60% reported that ‘opportunities to go into the community’ (Fig 3a), ‘physical 
environment was adapted to needs’ (Fig 4a), ‘staff had specialist autism training’ (Fig 5a), 
‘support for employment’(Fig 8) and ‘support for independent living’ (Fig 9) were in place 

o Only 27% reported that ‘ways to get specialist care when needed’ (Fig 6a) was in place. 
• Figs 1a-7a: Adults:  

o 44% to 52% of adults reported that ‘structured activities’ (Fig 1a), ‘opportunities to go into 
the community’ (Fig 3a), and ‘staff had specialist autism training’ (Fig 5a) were in place 

o Close to 30% reported that ‘activities to feel part of the community’ (Fig 2a), ‘physical 
environment was adapted to needs’ (Fig 4a), and ‘ways to coordinate other services with 
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providers in the area’ (Fig 7a) were in place. An additional 10% to 20% reported that these 
services were not applicable to them 

o Only 15% reported that ‘ways to get specialist care when needed’ (Fig 6a) was in place 
 
Summary (APP 18):  
Overall, professionals more often reported that each recommended type of provision by residential services 
was in place than adults and carers. However, only ‘structured activities’ or ‘staff had specialist autism 
training’ were in place according to the majority (>50%) of both adults and carers.  
 

 
Waiting times for specific services: residential, employment, education, financial, social (APP 19) 

• Table 1: Adult and carer reports regarding waiting times for education, financial or social services 
were concordant at 1-3 months. Median times for residential or employment services were reported 
by adults to be 1-3 months and 3-6 months by carers.  

• Tables 2-6: The proportion of adults and carers reporting ‘don’t know’ to waiting times was generally 
low (approximately <5%) (data not shown) 

• Table 2-6: Among adults (NOTE, very small sample sizes for many service types), 14 of the 21 median 
waiting times that had a large enough sample size to be estimated were 1-3 months. Of the 21, the only 
2 services with median waiting times of 3-6 months were for ‘full time residential facility’ or ‘full 
pension’. 

• Table 2-6: Among carers (NOTE, very small sample sizes for many service types), 13 of the 18 waiting 
times that had a large enough sample size to be estimated were 1-3 months. Of the 18, the only service 
with a median waiting time of 3-6 months was for ‘full time residential facility’.  

• Table 2-6: Professionals often did not know the waiting times for services (27%-87%) reported ‘Don’t 
know’ to waiting time to each of the service types 

• Table 2-6: Among professionals, median waiting times for residential service were mostly 3-6 months 
except for ‘help while living in a college or school dormitory’ (1-3 months). For employment or 
education services the reported median waiting times were mostly 1-3 months, and either <1 month or 
1-3 months for financial or social services. Financial services with median waiting times of 3-6 months 
were for full pension or caregiver supplementary income.  
 

Summary (APP 19):  
According to adult and carer responses, median waiting times for specific residential, employment, education, 
financial or social services generally fell within the 1-3 month range. Services which had longer median 
waiting times included ‘full time residential facility’ or ‘full pension’. Professional respondents were not well 
informed about waiting times for these types of services (majority answering ‘don’t know). 
 

Alignment with guidelines: Recommendations regarding practices around interventions for autistic 
adults (APP 20) 
 
Overall, 61% (n=17) of non-medical professionals, 55% (n=114) of adults, and 51% (n=67) of carers had 
experience from the past two years with an intervention for the autistic adult. For example, the intervention 
could be individual or group therapy to improve life skills or taking medicine for depression 
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1. Recommended considerations when deciding on an intervention (Fig. 1a-1c) 
• Figs 1a-1b: Among professionals (n=16), 10 of 12 recommended considerations were reported as 

‘standard practice’ by 56% to 81%. ‘Consideration of ‘gender’ and ‘other interventions’ were reported 
less often (around 40%) by professionals.  

• Figs 1a-1c: Among autistic adults, 7 of 13 recommended items were reported as discussed before 
deciding about an intervention by more than 50%. The least often reported to be discussed (< 30%) 
were considerations of ‘gender’ (23%) and ‘other interventions or treatments already in place’ (28%). 
Only 56% of autistic adults reported that they were asked to give consent for an intervention (Fig 1c).  

• Figs 1a-1c: Among carers, 7 of 14 recommended items were reported as discussed before deciding 
about an intervention by more than 50%, but the combination of items differed slightly from the 6 
considerations reported by adults. Like adults, however, consideration of ‘gender’ was reported by a 
minority of carers, in addition to consideration of ‘response to previous interventions’ (both items were 
reported least frequently by carers). Only 52% of carers reported that they were asked to give consent 
for an intervention (Fig 1c).  

     
Summary (APP 20, Fig 1a-1c):  
Overall, professionals reported more of the recommended items were taken into consideration than adults and 
carers. Across all three groups, both consideration of gender or other interventions or treatments already in 
place were reported to occur least often. Interestingly, only about half of adults or carers were asked to give 
consent for the decided intervention.  
 

2. Recommended factors as part of the intervention plan and implementation (APP 20, Fig. 2a-2b)  
• Fig 2a-2b: Approximately 40% to 55% of adults and carers reported that ‘Regular review for 

improvements/challenges’ occurred in their experience (Fig 2a). Approximately two thirds of 
professionals reported that this was standard or often considered (Fig 2b).  

• Fig 2b: Between 50% to 80% of professionals reported that a ’written protocol for implementing the 
intervention’, ’monitoring and recording of adverse events’, and ‘monitoring adherence’  were 
standard practices or often considered.  

 
3. Uses of psychosocial interventions (APP 20, Fig. 3)  

• Among adults, 55% of all respondents reported that they had been in an intervention in the last 2 years. 
Among those who had been in an intervention 52 of 112 (46%) reported that they had been in a 
psychosocial intervention the last two years.  

• Approximately 70% to 80% of the adults who had been in a psychosocial intervention reported that 
psychosocial interventions were used for ‘core ASD features’, ‘reducing stress’ or ‘treating comorbid 
mental conditions’. 

• Among carers, 51% of respondents reported that the adult had received an intervention in the last two 
years, and among these, 29 of 64 (45%) carer respondents reported that the adult had been in a 
psychosocial intervention.  

• Carers also reported that interventions were most often used for ‘core ASD features’, ‘reducing stress’ 
or ‘treating comorbid mental conditions’ along with ‘daily life skills’ (52% to 76%).  

• Among professionals, ‘reducing stress’ and ‘daily life skills’ were most frequently reported as standard 
practice (>50%).   
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• The least frequently reported uses of psychosocial interventions/least often reported as standard 
practice were for ‘speech/language skills’ or ‘physical or leisure activity’ (across all 3 respondent 
groups), ‘improving personal safety’ (adults and carers) or ‘treating co-morbid conditions’ 
(professionals). 

 
4. Uses of pharmacological interventions (APP 20, Fig. 4) 

• Among the adults who had been in an intervention in the past two years (around half of respondents 
as reported page 20), 73% had been in an intervention that only used medicine.  

• The proportion of carers reporting this for the autistic adult was 52%.  
• The most frequently reported uses of a pharmacological intervention reported by adults and carers was 

for sleep problems (about 60%) or co-morbid mental conditions (about 80%) while use to help control 
moods or emotions was reported by about 50% or less. Among professionals, 80% to 90% reported 
these same uses of pharmacological interventions as standard practice or often considered.  

 
5. Mis-alignment with guidelines: Uses of pharmacological interventions for core ASD symptoms (APP 20, 

Fig. 5, NOTE small sample sizes) 
• Although pharmacological interventions should not be used for core ASD symptoms according to 

guidelines, 11% of adults reported that they had been in an intervention for treating core autism 
spectrum symptoms that only used medicines or medical procedures. This was reported by 18% of 
carers. Among medical professionals, only 28 respondents confirmed to have current work experience 
with interventions, and only 15 reported what the pharmacological intervention had been used for.   

• Fig 5: Across all 3 respondent groups, frequently reported pharmacological interventions used for core 
ASD symptoms included antidepressant medication, special diets or antipsychotic medication. 
Numbers were very small for remaining uses.  

 
Summary (APP 20, Fig 3-5):  
Psychosocial interventions were most often reported to be used for stress, core ASD features, co-occurring 
mental problems or improve daily life skills. Pharmacological interventions were most often reported for sleep 
or co-occurring mental problems. While only a small number of respondents reported use of pharmacological 
interventions for core ASD symptoms, the treatments most often reported to be used for this purpose were 
antidepressant and antipsychotic medications or special diets.  The adult and carer respondents may not have 
been able to properly distinguish between uses of pharmacological agents, and antidepressants specifically, for 
core ASD symptoms versus other problems, so these results should be viewed with caution.  

 
6. Types of family interventions for members of adult’s family (APP 20, Fig. 6) 

• Among adult respondents, 150 of 200 (75%) reported that a family member had received at least one 
of the listed family intervention types. Among carers, the number was 37 of 126 respondents (29%)  

• The most frequent family intervention types received by autistic adults and carers were ‘individual 
therapy’ and ‘respite care’. However, the actual numbers in each respondent group who had received 
these were <20  

• The types of family interventions most frequently reported as ‘standard practice’ by professionals were 
‘care planning for the adult’, ‘advice about care for ASD’, and ‘training about autism’.  
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7. Recommendations for factors to be considered when deciding on an intervention for challenging behavior 
(self harm or injury to others) Carers and professionals only (APP 20, Fig. 7a-7c, NOTE small sample 
sizes)  
• Figs. 7a-7b: More than 60% of professionals reported that each of the 11 recommended considerations 

were standard practice, and additionally around 10% to 30% reported the factors were often 
considered.   

• Figs 7a-7c: For 9 of the 11 recommended factors to be considered when deciding on an intervention 
for challenging behavior, 50%-80% of adults (reporting on self-harm only; Fig 7c) and carers 
(reporting on self-harm or harm to others; Figs 7a-7b) reported that they experienced the recommended 
factor. Fewer than 40% of adults (Fig 7c) and carers (Fig 7b) reported that ‘recent changes in personal 
circumstances’ and ‘the presence of a physical disorder’ had been considered.  

 
8. Types of interventions used for challenging behavior (self harm or injury to others) (APP 20, Fig. 8, NOTE 

small sample sizes)  
• Both adults and professionals more often reported use of either psychosocial interventions only or 

combined psychological/pharmacological interventions for challenging behavior, whereas carers most 
often reported pharmacological interventions only.  
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Specific Objective 2. Diagnosis process and post-diagnosis support (APP 21-APP 22) 
 
Alignment with guidelines: Recommendations for ASD diagnosis and post-diagnosis support (APP 21 
and APP 22)  
1. Alignment with guidelines: Recommended characteristics of the ASD diagnostic process for adults (APP 

21) 
• Fig. 1a, 1b, 1c: Among autistic adults and carers, 7 of the 12 recommendations for the ASD diagnostic 

process had been experienced by more than 50% of respondents, with proportions ranging from 59% 
to 92%.  

• Fig. 1a and 1b: Among professionals 5 of the 12 recommendations were reported as standard care by 
more than 50% of respondents.  

• Fig 1a: The recommendations most often experienced in all 3 groups were: 
o Evaluate function in different settings 
o Evaluate language/communication problems 
o Evaluate physical or mental disorders 

• Fig 1b: The least frequently reported recommendations experienced in all 3 groups were:  
o Genetic tests 
o Neuroimaging 
o Evaluation of police encounters  

• Fig 1b: Two features that are recommended to NOT be a part of the diagnosis process (neuroimaging 
and genetic tests, were experienced by < 5% of adults or carers, while around 15% of professionals 
said the features were standard practice 

• Fig. 1d: Only 9% of professionals reported that biologic tests were standard practice in their experience 
 

2. Alignment with guidelines: Recommended characteristics for post-ASD diagnostic support for adults (APP 
22) 
• The recommended features include: 

o Received written recommendations for non-medical issues 
o Received written recommendations for health care 
o Received a ‘health passport’ 
o Received a referral for specialist care 
o Received written recommendations for managing risks (carer, professional) 
o Received written recommendations for how to manage a crisis (carer, professional) 

 
• Fig 1a-1c: Among autistic adults and carers, all recommended post-ASD diagnostic support features 

were experienced by far less than 50% of respondents (Fig 1a and 1c). Furthermore, 50% or more of 
adults and carers reported that they needed the recommended types of support (Fig 1b and 1c).  

• Fig 1a and 1c: Among professionals a somewhat higher proportion reported the post-ASD diagnostic 
support features as standard care or often considered, ranging from approximately 50% to 60%, except 
for ‘health passport’ which was reported as standard practice or often considered by only 15%.  

• Fig. 1c: With regard to receiving written information about managing risks or crises (carers and 
professionals only) very few carers reported to have received such information, but a large proportion 
(45% and 73%, respectively) reported that it was needed. Around half of professionals reported that 
such information was standard practice or often considered.    
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Summary (APP 21-APP 22):  
Around half of the recommended features of the ASD diagnosis process for adults were experienced (adults 
and carers) or reported as standard care or often considered (professionals) by more than 50% of the three 
respondent groups. The features that are recommended to NOT be part of the diagnosis process were 
experienced by small proportions of all 3 respondent groups. In contrast, very low proportions of respondents 
in all three groups experienced the recommended features for post-ASD diagnosis support, and 50% of more 
of adults and carers said that the recommended features for post-diagnosis support were needed. 
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Specific Objective 3. Managing comorbidity (to reduce hospital visits) (APP 23-APP 25)  
 
Health and managing comorbidity (to reduce hospital visits (APP 23-APP25)  
In the health and comorbidity section, we wanted to describe the health status of a Danish autistic adult 
population and further report the professionals’ beliefs about health status of autistic adults relative to non-
autistic adults. Further, we wanted to determine if the prevalence of reported conditions by the adults and 
carers were higher, lower, or about the same as what we would expect based on rates of the conditions in the 
general population. Since we did not have a general population comparison group in this study, we searched 
the literature for prevalence studies of these conditions in general population samples. It was not always 
possible to find published rates that were closely comparable to our study data. Thus, the prevalence rates that 
we present in App 71 should be used for comparison to the adults and carers responses with great caution and 
only as a very rough and approximate guide. 

 
1. Health profile of autistic adults (APP 23) 

Concordance between reported comorbidities in adults (adult, carers) and professionals’ beliefs about the 
prevalence of these conditions in autistic versus non-autistic adults: 
• Self-reported comorbidities by the adults or carers that were reported in higher proportions than 

published referents for the general population included: 
o Depression, anxiety, sleep problems, ADHD, learning disability, epilepsy, self-harm or injury, 

accidents with injuries and suicide attempts.  
For all of these conditions, except for accidents with injuries, more than 50% of professionals believed 
that the conditions were more frequent in autistic adults than non-autistic adults. 

• Self-reported comorbidities by the adults or carers that were reported in similar or lower proportions 
than published referents for the general population included: 

o Stomach or digestion problems, allergies, infections, other mental or psychiatric conditions 
(besides depression, anxiety, or ADHD), overweight, high blood pressure, asthma, diabetes, 
cancers, and chronic obstructive pulmonary disease. 

For all of these conditions, except for other mental or psychiatric conditions (75%) and obesity 
(55%), 40% or less of professionals believed that the conditions were more frequent in autistic 
adults than non-autistic adults. 

• Furthermore, professionals also believed that stress (95%) was more frequent in autistic than non-
autistic adults.  

 
2. Reason for most recent hospital contact (APP 24) 

• Among adults, the proportion who had a hospital contact within the last two years was 55% (116/212). 
Of these, 42% had an outpatient contact, 25% had an emergency and 30% had an inpatient contact.  

• Among carers, 39% reported that the adult had a hospital contact in the last two years. Among these, 
63% had an outpatient contact, and emergency contacts and inpatient contacts had each been 
experienced by 20% of carers’ adults.    

The top 5 of the 19 inquired reasons for self-reported conditions which were the reason for the most recent 
hospital contact by the adults or carers were: 
• Adults: Pain, accidents with injuries, anxiety, infections, and stomach or digestion problems. (reported 

by between 13% and 39% of adult respondents)   
• Carers: Pain, anxiety, sleep problems, accidents with injuries, other mental or psychiatric 

disorders/depression (tie). (Reported by between 21% and 35% of carers) 
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Reasons for hospital contacts which professionals believed are more frequent among autistic adults than 
among non-autistic adults:  
• Seven of the 19 inquired conditions were believed by 50% or more of professionals to be more frequent 

for autistic than non-autistic adults.  
• The top 5 conditions though to be more frequent were: Other mental or psychiatric disorders (75%) 

depression (70%), anxiety (60%), self-harm or injury (65%), sleep problems (60%), suicide attempt 
(55%)   

Poor adherence to treatment or lack of recognition of health problem:  
• Less than one in seven of adults and carers reported that the reason for their most recent hospital 

admission was due to poor adherence to treatment for a previously diagnosed condition (Adults: 13%, 
carers: 5%) or due to lack of recognition of a health problem until it reached an advanced stage (Adults: 
6%, carers: 9%).  

• Among professionals, the proportions who believed that these two reason for hospital contact were 
more frequent in autistic adults than non-autistic adults were 15% and 35% respectively.  

 
2. Health behavior profile (APP 25) 

• Adults generally reported a more frequent performance of the eight health behaviors than carers.   
• Fig 1a: Among adults, 50% to 70% of adults reported that they had ‘routine dental check-ups’ ‘regular 

physical activity’ and ‘cervical smears’ (among women), while close to 40% reported vision check-
ups’ and ‘general health check-ups’. 

• Fig 1a: Among carers, only ‘dental check-ups’ were reported by more than 50%, while 26% to 40% 
reported ‘regular physical activity’, ‘general health check-ups’, ‘vision check-ups’, and ‘routine 
cervical smears’ (among women).  

• Fig. 1a: Routine breast exams (women), sexual health check-ups, and hearing tests were reported by 
20% or less among both adults and carers.  

• Fig 1b: Approximately one third (36%) of carers reported that the adult may not recognize or report 
physical or health problems, or may not report pain, and two thirds (61%) reported that the adult 
follows  an unusual diet 

• Fig 1c-1d: Among professionals, 90% believed that physical inactivity was less frequent in autistic 
adults than non-autistic adults (Fig 1c). Furthermore, 40% to 60% believed that seven different kinds 
of tests and check-up, e.g. general health, dental, vision, hearing and sexual health check-ups were less 
frequent among autistic adults (Fig 1c). 75% to 95% believed that not reporting pain or physical health 
problems is more frequent in autistic than non-autistic adults, and autistic adults more often have an 
unusual diet (Fig 1d). 
 

3. Top 3 considerations to promote better health (APP 26) 
• Among carers, the most important considerations for research to promote better health and prevent 

hospital contacts in autistic adult (selected by 36% to 60% of carers) included ‘making health serviced 
more user friendly’, ‘improving primary health professionals awareness of health risks’, ‘developing 
a health passport’ (printed health profile for the autistic adult to carry with them) and ‘health risks 
education for both adults and carers’.  

• For professionals, top choices included ‘health risks education for both adults and carers’ (59%), 
followed by ‘primary care professionals awareness of health risks’, ‘knowledge about early signs of 
illness or poor health’ and ‘health promotion approaches’ (the latter 3 choices chosen by approximately 
40% of professionals).   
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Summary (APP 23-APP 26):  
Professionals generally seemed aware of the types of chronic health conditions that occur more often in autistic 
adults than non-autistic adults. The only condition that only a minority of professionals recognized as occurring 
more often in autistic adults was accidents with injuries. There seemed to be quite varying perceptions of health 
behavior across adults, carers and professionals, with adults more likely to report positive health behaviors 
than carers and large proportions of professionals believed that many positive health behaviors were less 
frequent in autistic than non-autistic adults. A larger proportion of professionals than carers reported that they 
believed that autistic adults are more likely to not recognize or report things like pain, health or physical 
problems than non-autistic adults. Large proportions of carers reported an unusual diet in their adult and large 
proportions of professionals believed that an unusual diet is more frequent in autistic than non-autistic adults. 
Carers considered more user friendly services, and both carers and professionals thought that professionals’ 
awareness of health risks among autistic adults were important to promote better health. 
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Specific Objective 4. Managing transitions (APP 27-APP 28)  
 
Alignment with guidelines: Recommendations regarding managing transitions  
1. Alignment with guidelines: Recommendations regarding managing the transition from adolescent to adult 

care (APP 27) 
• Fig. 1a and 1b: Among autistic adults (NOTE small sample size, n=9), only one of 14 recommendation 

regarding adolescent to adult transition was experienced by more than 50% (‘youth met with adult 
services’ (56%). The remaining 13 recommendation were experienced by less than 44%. However, 
this should be interpreted with caution, due to the low number of respondents (n=9)  

• Fig 1a, 1b and Fig. 2: Among carers, 40% or less experienced any one of the 20 recommended features 
for managing the adolescent to adult care transition  

• Fig 1a, 1b, Fig. 2 and Fig. 3: Among professionals, only six of the 28 recommendations for transition 
were reported to be standard practice by more than 50%. Across all 28 recommended features, 7%-
46% of professionals reported that the recommended practice was not standard practice, but would be 
helpful. 

 
  
2. Alignment with guidelines: Recommendations regarding managing major transitions generally (APP 28) 

• Fig 1 and 2: For each of the 10 recommendations regarding managing major transitions generally, only 
one (adult part of the decision making) was experienced by at least 50% of adults and carers 

• Fig 1: Among adults, all other major transition recommendations were experienced by only 11% to 
26%.  

• Fig 2: Among carers, ‘reason for the transition was easy to understand’ and ‘what would happen during 
the transition was easy to understand’ – were experienced by approximately 45%, while the remaining 
recommendations were experienced by only 14% to 28% of carers  

• Fig 3: Among professionals, six of 10 recommendation were reported to be standard practice by at 
least 50%. The remaining four recommendations that were reported as standard practice by 29% to 
49% included: 

 Follow-up on satisfaction with the transition 
 Follow-up on how the transition went 
 Personal mentor before, during and after the transition 
 Adult has right to a legal advocate 

 
Summary (APP 27-APP 28):  
Overall, there was a majority of adults and carers who did not experience each of the recommended practices 
in connection with transition from adolescent to adult service or with major life transitions in general. None of 
the recommendations regarding managing the transition from adolescent to adult care or major life transitions 
generally were experienced by more than 45% of carers. Among professionals, 13 of 38 recommendations for 
transition services (adolescent-to-adult or major transitions generally) were reported as standard care by more 
than half. For the recommendations for youth to adult transition, between 10% to 30% of professionals reported 
that the recommended practices would be helpful (this response option was not available for general transition 
recommendations). 
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Specific Objective 5. Elder care (APP 29) 
 
Elder autistic adult care (APP 29) 
1. Areas of elder care where improvements are most urgently needed (Fig 1-3)  

• The participants were asked about each of the following 15 areas:  
o Understanding patterns in ASD elderly 
o Adult views on what is needed as elderly 
o Health patterns and needs 
o Role of comorbidities 
o Carers views on what is needed as the adult grow older 
o ASD training for staff in elder services 
o Residential needs 
o End of life care 
o Goverment policy guidance 
o Approaches for reducing decline 
o Reduce social isolation 
o Diagnosis methods 
o Post-diagnostic support 
o Prevalence studies 

 
• Fig 1a and 1b: Among adults, almost half (83 of 167 respondents) could not make a choice for urgently 

needed improvements. Among the remaining 84 adult respondents, three of 15 options for 
improvement were selected as urgently needed by 30% to 45%. These 3 top areas selected for needing 
improvement were 

o ASD training for staff in elder services 
o Getting autistic adult views on what is needed in elder care 
o Understanding patterns of change in core autism behaviors in ASD elderly  

• Among carer respondents (data not shown due to small sample size, n=7), the 3 top areas selected for 
needing improvement were: 

o ASD training for staff in elder services 
o Getting autistic adult views on what is needed in elder care 
o Understanding residential needs  

• Fig 2: Among professionals, 25% (7 of 28 respondents) preferred not to make a choice. Among the 
remaining 21 respondents, three of the 15 improvements were selected as needed by more than 30% 
(33% to 43%) including:  

o Understanding patterns of change in core autism behaviors in autistic elders 
o Adults view on what is needed as elderly 
o Health patterns and needs 
 

2. Recommended approaches for making improvements in elder care (Fig 3)  
• Fig 3: For all three respondent groups, the number one recommended approach for improvements was 

to’ Include ASD in training for professional service providers of the elderly’ (approximately 70% for 
adults and carers and 53% for professionals). The remaining top recommendations varied between 
respondent groups, but all three groups also selected ‘ASD as a priority area in aging research in mental 
disorders’ as a rather high priority.  
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Summary (APP 29):  
Staff training about autism in services for elder care was the prime item of concern for improvement among 
adults and carers and the most frequent recommendation for approaches to improvement by all three 
respondent groups. In addition, all groups pointed to the importance of understanding autistic adults’ views of 
needs in elder care. The professionals were more likely to focus additionally on the need for better 
understanding of the health patterns and patterns of change in core autism behaviors with age. 
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Specific Objectives 1- 5.  Do you know of a good local model of service? (APP 30) 
 
Across each of 10 different services domains, the survey included a question asking the respondent if they 
knew of a good local model for the particular service that worked well for autistic adults, for example, good 
local models that worked well for autistic adults in the ASD diagnosis, healthcare or residential service area. 
If the respondent answered ‘yes’ then a follow-up question asked for the service facility name and location. 
APP 30 presents the results from these questions, summarized over all 10 domains. 

• Fig 1a: Across all 10 service area domains, adult respondents were least likely (<30% for all service 
domains) to know of a good local service model. Carers were slightly more likely than adults to 
know of good models (<35% for all service domains), and professionals were markedly more likely 
to know of models (for eight of 10 service types, 30% to 73% of professionals reported to know of 
good local models).  

• Fig 1b: Overall, across all services areas a large proportion of respondents in all three groups 
answered ‘Don’t know’ to the question, indicating that knowledge of good local models of service 
that work well for autistic adults is not high, even among professionals. For most service domains, 
the percentage in all respondent groups reporting ‘don’t know’ was 10% to 40%. 

 
Summary APP 30: Knowledge of good local services models for: ASD diagnosis; healthcare; residential, 
employment, education, financial, or social services; major life transition; adolescent-adult transition; elder 
care that work well for autistic adults was generally low (35% or less) among adults and carers, but generally 
higher for professionals (up to 73%). Residential services and education/training had the highest proportions 
of respondents with positive responses while healthcare, elder care and transition service areas (adolescent-
to-adult or major transitions generally) had the lowest proportions.  
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8: Concluding remarks on the survey  
 
Concluding remarks 
 
The present report summarizes the results of the ASDEU on-line survey in 2017 of autistic adult services in 
the EU for the 630 respondents who lived in Denmark (221 autistic adults, 154 carers of adults with autism, 
255 professionals in adult services). The survey was distributed widely though electronic media by which 
any interested autistic adult, carer of an autistic adult or adult services professional was invited to participate 
anonymously.  
 
By design, for many questions the survey results reflect variation in the degree of alignment between published 
guidelines for services and care for autistic adults and what is actually experienced by users and providers. 
Therefore, the questions with lower proportions of respondents who experienced the recommendation serve as 
a guide to where to focus effort concerning autistic adult services in future work.  
 
Across all questions, professionals were more likely in general than adults or carers to report that they 
experienced a recommended feature of a service. This difference possibly highlights the broader experience of 
the professional versus the individual adult or carer but also underscores the importance of getting the 
perspectives of all three respondent groups in determining services needs in a community.  
 
Services areas in need of attention may be indicated by questions with higher proportions of the answer choice 
that a specific service feature had not been experienced but it was needed (adults, carers) or would be helpful 
(professionals). Similarly, questions with higher proportions of ‘Don’t know’ responses by professionals may 
suggest areas needing improvement in professional knowledge. 
 
Overall, the results may be best viewed as a robust ‘pilot study’ that provides a detailed snapshot of recent 
services availability and practices for autistic adults. We hope the results will also benefit the design of future 
scientific studies and further development of services for adults with autism in Denmark.  
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10: Appendices  
 

Appendix 1: Characteristics of the professional’s current work place 
 
Characteristics of the professional’s current work place 
Respondents: 
Professionals: All; Medical professionals: in services that are related to diagnosis, health, medical care or 
interventions; Non-medical professionals: non-medical services (e.g. residential, social, employment) 
  
Fig. 1a: Medical and non-medical professionals: Does the organization where you currently work serve 
 

 
 
 
Fig. 1b: Medical and non-medical professionals: Does the organization where you currently work serve 
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Fig. 2a: Medical professionals: What kind of organization do you currently work in? How long have you worked there? Note: A hollow bar means n ≤ 3  

 
Fig. 2b: Non-medical professionals: What kind of organization do you currently work in? How long have you worked there? Note: A hollow bar means 
n ≤ 3 
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Appendix 2: Guidance and awareness in the professional’s workplace 
 
Guidance and awareness in the professional’s workplace 
Respondents: 
Professionals: All; Medical professionals: in services that are related to diagnosis, health, medical care or interventions; Non-medical professionals: 
non-medical services (e.g, residential, social, employment) 
 
Fig. 1: All professionals combined: As part of your previous career or professional training or in your current job, did you receive or have:
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Figures 2a and 2b provide further information on the respondents’ answers on guidance and awareness in the workplace. 
Fig. 2a:  
If ‘yes’, received guidance on possible signs of ASD (n=123), then what kind of guidance did you receive? (Check all that apply). 
If ‘yes’, received guidance on how to interact with persons with ASD (n=108), then what kind of guidance did you receive? (Check all that apply). 
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Fig. 2b: If ‘yes’, allowed to make accommodations at the workplace to work with persons with ASD (n=108), what kind of accommodations? (Check 
all that apply)  
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Appendix 3: Type of organization where applied for a service 
 
Type of organization where applied for a service 
Respondents: 
Adults: In a specific service now or within last 2 years 
Carer: Autistic adult cared for by carer is in a specific service now or within the last 2 years 
 
For each kind of service that the adult was in (now or within last 2 years), the question was asked: 
 
Fig. 1: What kind of office or organization did you go to in order to apply       Fig. 2: What kind of office or organization did you go to in order to apply  
for the residential service?                   for the employment service? 
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Fig. 3: What kind of office or organization did you go to in order to apply        Fig. 4: What kind of office or organization did you go to in order to apply 
for the education service?                                      for the adult financial service?  Note: A hollow bar means n ≤ 3   
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Fig. 5: What kind of office or organization did you go to in order to apply  
for the social service? Note: A hollow bar means n ≤ 3   
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Appendix 4: In your current service, who was the service set up for (all adults, autistic adults only, adults with special 
needs) 
 
In your current service, who was the service set up for (all adults, autistic adults only, adults with special needs) 
Respondents: 
Adults: In a specific service now or within last 2 years 
Carer: Autistic adult cared for by carer is in a specific service now or within the last 2 years 
 
For each kind of service that the adult was in (now or within last 2 years), the question was asked: 
 
Fig. 1: Was the residential service set-up for:                      Fig. 2: Was the employment service set-up for: 
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Fig. 3: Was the adult education service set-up for:                                     Fig. 4: Was the financial service set-up for:  
  

         
      
Fig. 5: Was the social service set-up for: 
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Appendix 5: ASD services policy and organization: Written guidelines regarding ASD 
 
ASD services policy and organization: Written guidelines regarding ASD 
Respondents: 
Professionals: All; Medical professionals: in services that are related to diagnosis, health, medical care or 
interventions; Non-medical professionals: non-medical services (e.g, residential, social, employment) 
 
Fig.1: Does the “(geographic) area where you work now", have written guidelines about providing services 
that are specific for adults on the autism spectrum? Guidelines can be made by different groups, e.g., 
professional organizations or government authorities. We would like to know if there are any existing 
guidelines for adult services that are autism spectrum-specific. 
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Figs. 2: If ‘yes’, have written guidelines, do you think the written autism spectrum guidelines are: (Check all that apply). 
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Appendix 6: ASD services policy and organization: Services system specific for autistic 
adults 
 
ASD services policy and organization: Services system specific for autistic adults 
Respondents: 
Professionals: All; Medical professionals: in services that are related to diagnosis, health, medical care or 
interventions; Non-medical professionals: non-medical services (e.g, residential, social, employment) 
 
Fig.1: In the "(geographical) area where you work now", is there a system to provide services that are specific for adults 
on the autism spectrum? In very simple terms, such a system would include the organizations, the personnel and the 
service guidelines (e.g., guidelines for the kinds of services that are provided, how they are provided, who receives the 
services). 
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Fig. 2: If ‘yes’ (there is an autism-specific services system), do the organizations that are involved in the 
process for setting-up the system include (the organizations could be, e.g., government offices in the region 
or community or private organizations). (Check all that apply).  
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Fig 3: If ‘yes’ (there is an autism-specific services system), do the organizations and people (e.g., employees, advisers, or members) who set-up the 
system for services specifically for adults on the autism spectrum include representatives from: (Check all that apply).  
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Appendix 7: ASD services policy and organization: ASD specific teams 
 
ASD services policy and organization: ASD specific teams 
Respondents 
Professionals: All; Medical professionals: in services that are related to diagnosis, health, medical care or 
interventions; Non-medical professionals: non-medical services (e.g, residential, social, employment) 
 
Fig. 1: In the "(geographical) area where you work now" is there something like special autism spectrum teams that 
work directly with autistic adults to get services (e.g., social, medical or other services)? 
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Fig. 2. If ’yes’ there are autism-specific teams, does the team: 
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Appendix 8: Characteristics of services in general 
 
Characteristics of services in general 
Respondents: 
Adults: Currently receiving any kind of services 
Carers: Autistic adult cared for by carer is currently receiving any kind of service 
Professionals: All 
 
Fig. 1: Autistic adults (n=132): Do the services and care that you currently receive include: 

 

 

Fig. 2: Carers (n=95): Do the services and care that the autistic adult currently receive include:  
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Fig. 3: Professionals (n=159): In the "(geographical) area where you work now", do the care and services for 
adults on the autism spectrum include:  
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Appendix 9: Services staff training  
 

Services staff training  
Fig. 1: Professionals, n=175: In the "(geographical) area where you work now", do the offices where an 
autistics adult would go to get services (e.g., social services offices, employment offices) have employee 
training about: 

a) Autism spectrum and working with autistic people? 
b) The kinds of services and care that are available for adults on the autism spectrum? 

Respondents: 
Professionals: All 
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Fig. 2-3:  
Respondents: 
Adults: Applied for the respective service in the last 2 years 
Carer: Experience in the last 2 years with the autistic adult applying for the respective service 
 
Fig. 2a-2b: At the organization where you applied for the service, did the employees that worked with you to 
apply for the service seem knowledgeable about autism spectrum?  
 
Fig. 2a:     

 
 
Fig. 2b:  
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Fig. 3a-3b: At the organization where you applied for the service, did the employees that worked with you to 
apply for the service seem knowledgeable about the kinds of services and care that were available for adults 
on the autism spectrum?  
Fig. 3a:     

 
 
 
Fig. 3b: 
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Fig. 4: Did the residential service have staff with specialist autism spectrum training? 
Respondents: 
Adults: In a residential service in the last two years 
Carers: Experience in the last 2 years with an autistic adult in a residential service  
Professional: Had current work experience with residential services 
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Appendix 10: Services coordination 
 
Services coordination 
 
Fig. 1: 
Respondents: 
Carers: Autistic adult cared for by carer is currently receiving any kind of service 
Professionals: All 
 
Carer: In the current service, does the services and care include a way to coordinate the different services that 
the adult might need? 
Professional: In the "area where you work now", do the care and services for adults on the autism spectrum 
include a way to coordinate the different services for autistic adults? 
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Fig. 2:  
Respondents 
Adults: Currently receiving residential of services 
Carers: Autistic adult cared for by carer is currently receiving residential services 
Professionals: All 
 
Adults and carers: To the best of your knowledge, does the residential service for adults provide ways to 
coordinate services with other providers in the area, if needed 
Professionals: To the best of your knowledge, do the residential services for adults in the "area where you 
work now" provide ways to coordinate services with other providers in the area 
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Appendix 11: Single point of contact for services coordination 
 
Single point of contact for services coordination 
Respondents: 
Adults: Currently receiving any kind of services 
Carers: Autistic adult cared for by carer is currently receiving any kind of service 
Professionals: All 
 
Fig. 1 
Adult and carer: Do the services and care currently received include a single point of contact or care manager 
for your/the adult’s services? 
Professional: In the "area where you work now", do the care and services for adults on the autism spectrum 
include a single point of contact that helps to connect services for autistic adults?  

 

Single point of contact for services coordination by autism-specific teams 

Fig 2. Professional: In the "area where you work now" is there something like special autism spectrum teams 
that work directly with autistic adults to get services (e.g., social, medical or other services)? - If yes, do you 
think the team provides a single point of contact who helps to connect services? 
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Appendix 12: Information that is easy to understand  
 
Information that is easy to understand  
Fig 1a and 1b:  
Respondents: 
Professionals: All 

a) In the "(geographical) area where you work now", do the offices where an adult would go to get 
services (e.g., social services offices, employment offices) provide information about care and 
services that is easy to understand by autistic adults? 

b) In the "(geographical) area where you work now", are the written guidelines about providing 
services that are specific for adults on the autism spectrum? If yes, do you think the written 
guidelines are easy to understand? 

 
Fig 1a: 

 
 
Fig 1b:  
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Fig. 2:  
Respondents: 
Adults: Was 18 years or older when they got the ASD diagnosis 
Carer: Care for an adult who was 18 years or older when they got the ASD diagnosis 
Professional: Has current work experience in the last 2 years with ASD diagnostic procedures 
 
Adult and carer: Based on your experience and knowledge, information on how to get a diagnostic 
evaluation for autism spectrum in adulthood in your country is easy to understand? 
 
Professional: Based on your current work experience and knowledge, information on how to get a diagnostic 
evaluation for autism spectrum is easy to understand? 
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Fig. 3: Major life transitions.  
 

Respondents: 
Adults: Has gone through a major life transition in the last 2 years  
Carer: Cared for an adult who has gone through a major life transition in the last 2 years  
Professional: Has current work experience with adults that includes experience with major life transitions 
Adult and carer: Did you/the adult experience the following features when you/the adult went through a 
major life transition, or change, in the last 2 years? If you/the adult had more than one major change, think of 
your most recent one to answer the questions.  
 
Professional: Based on your current work experience with adults on the autism spectrum during major life 
transitions, how often are the following factors considered in the "area where you work now"? 
 

a) The reason for the transition was explained to you/the adult in ways you/the adult could understand 
b) What will happen during the transition was explained to you/the adult in ways you/the adult could 

understand 

 
 
 
 
 
 
 
 
 
 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

The reason for the transition was explained to you/the adult
in ways you/the adult could understand

What will happen during the transition was explained to
you/the adult in ways you/the adult could understand

Information about major life transition

Adult, n=121: Yes Carer, n=65: Yes Professional, n=78: Standard Professional, n=78: Often considered



 

68 
 

Fig. 4 
Respondents: 
Adults: Applied for the respective services in the last 2 years 
Carer: Experience in the last 2 years with the autistic adult applying for the respective services 
 
Adult and carer: At the organization where you applied for the service, did the employees that worked with 
the adult to apply for the service provide information about care and services that was easy to understand?  
 
Note: A hollow bar means n ≤ 3   
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Appendix 13: Residential services availability 
 
Residential services availability 
Respondents: 
Adults: Had a residential service or tried to get a residential service in the last 2 years. 
Carer: Cared for an autistic adult who had a residential service or tried to get a residential service in the last 
2 years. 
Professional: Current work experience with residential services. 
 
Fig. 1: Data in Fig 1 are for adults who were not in a residential service now or in the last 2 years, but had 
tried to get a residential service in the last 2 years and failed. For these adults (n=23) the question was: what 
kind of residential service were you trying to get? (Check all that apply). Note: A hollow bar means n ≤ 3   

 
 
Fig. 2: Data in Fig 2 are for adults who were in a residential service now or in the last 2 years. For these 
adults (n=100) the question was: what kind of residential service did you get? (Check all that apply). Note: A 
hollow bar means n ≤ 3   
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Fig. 3: Data in Fig 3 are for all adults. The question was: If you could choose a residential service that fits 
your needs best now, what would you choose? (Please, tick 1 box).  

 
 
Fig. 4: Data in Fig 4 are for carers of adults who were in a residential service now or in the last 2 years. For 
these carers (n=78) the question was: what kind of residential service did the adult get? (Check all that 
apply). Note: A hollow bar means n ≤ 3   
The data are stratified by high (n=37) and low (n=41) level of independence of the autistic adult. 
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Fig. 5: Data in Fig 5 are for all carers (n=148) of whom 122 provided an answer to the question: If you could 
choose a residential service that fits the adult’s needs best now, what would you choose? (Please, tick 1 box). 
Note: A hollow bar means n ≤ 3   
 
The data are stratified by high (n=72) and low (n=50) level of independence of the autistic adult. 
 

 
  

0%

10%

20%

30%

40%

50%

60%

70%

Help in own home Adult satisfied Help at college Full time
residential facility

Day center Other

Carer: Kind of residential service that would fit adult's needs best 
now

High independence, n=72 Low independence, n=50



 

72 
 

Fig. 6: Professional: For each type of adult residential service available for autistic persons, select the 
availability that best fits what you know. Note: A hollow bar means n ≤ 3   

 
 
Fig. 7: Professional: Which 2 types of residential services do you think are most needed for autistic adults in 
the "(geographical) area where you work now"? (Please, tick 2 boxes) Note: A hollow bar means n ≤ 3   

 
*Professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each of the 
other answer choices. The %s for the other answer choices are based on the professionals who made a choice, n=74 (98-
24=74) 
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Appendix 14: Employment services availability 
 
Employment services availability 
Respondents: 
Adults: Had an employment service or tried to get an employment service in the last 2 years. 
Carer: Cared for an autistic adult who had an employment service or tried to get an employment service in the last 2 years. 
Professional: Current work experience with employment services. 
 
Fig. 1: Data in Fig 1 are for adults who were not in an employment service now or in the last 2 years, but had tried to get an employment service in the 
last 2 years and failed. For these adults (n=13) the question was: what kind of employment service were you trying to get? (Check all that apply). Note: 
A hollow bar means n ≤ 3   
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Fig. 2: Data in Fig 2 are for adults who were in an employment service now or in the last 2 years. For these adults (n=70) the question was: what kind of 
employment service did you get? (Check all that apply). 

 
 
Fig 3: Data in Fig 3 are for all adults. The question was: If you could choose an employment service that fits your needs best now, what would you 
choose? (Please, tick 1 box).  
 
 

Fig. 4: Data in Fig 4 are for carers of adults who were not in an employment service now or in the last 2 years, but had tried to get an employment 
service in the last 2 years and failed. For these carers (n=11) the question was: what kind of employment service were you trying to get? (Check all that 
apply). 
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Fig. 4: Data in Fig 4 are for carers of adults who were in an employment service now or in the last 2 years. For these carers (n=57) the question was: 
what kind of employment service did the adult get? (Check all that apply). Note: A hollow bar means n ≤ 3   
The data are stratified by high (n=31) and low (n=26) level of independence of the autistic adult 

 
Fig 5: Data in Fig 5 are for all carers (n=116). The question was: If you could choose an employment service that fits the adult’s needs best now, what 
would you choose? (Please, tick 1 box). Note: A hollow bar means n ≤ 3   
The data are stratified by high (n=68) and low (n=48) level of independence of the autistic adult.
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Fig. 6: Professional: For each type of adult employment service available for autistic persons, select the availability that best fits what you know. Note: 
A hollow bar means n ≤ 3   
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Fig. 7: Professional: Which 2 types of employment services do you think are most needed for autistic adults in the "(geographical) area where you work 
now"? (Please, tick 2 boxes). Note: A hollow bar means n ≤ 3   

 
*Professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each of the other answer choices. The %s for the other answer 
choices are based on the professionals who made a choice, n=57 (70-17=57) 
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Appendix 15: Adult education services availability 
Adult education services availability 
Respondents: 
Adults: Had an education service or tried to get an education service in the last 2 years. 
Carer: Cared for an autistic adult who had an education service or tried to get an education service in the last 
2 years. 
Professional: Current work experience with education services. 

Fig. 1: Data in Fig 1 are for adults who were not in an education service now or in the last 2 years, but had 
tried to get an education service in the last 2 years and failed. For these adults (n=6) the question was: what 
kind of education service were you trying to get? (Check all that apply). Note: A hollow bar means n ≤ 3   

  
 
Fig. 2: Data in Fig 2 are for adults who were in an education service now or in the last 2 years. For these 
adults (n=36) the question was: what kind of education service did you get? (Check all that apply). Note: A 
hollow bar means n ≤ 3   
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Fig. 3:  Data in Fig 3 are for all adults. The question was: If you could choose an education service that fits 
your needs best now, what would you choose? (Please, tick 1 box).  

 
 

Fig. 4: Data in Fig 4 are for carers of adults who were in an education service now or in the last 2 years. For 
these carers (n=39) the question was: what kind of education service did the adult get? (Check all that apply). 
Note: A hollow bar means n ≤ 3   
The data are stratified by high (n=21) and low (n=18) level of independence of the autistic adult. 

 
 
Fig. 5: Data in Fig 5 are for all carers (n=116). The question was: If you could choose a residential service 
that fits the adult’s needs best now, what would you choose? (Please, tick 1 box). 

The data are stratified by high (n=67) and low (n=47) level of independence of the autistic adult. 
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Fig. 6: Professional: For each type of adult education service available for autistic persons, select the 
availability that best fits what you know: 

  
  
 
Fig. 7: Professional: Which 2 types of adult education services do you think are most needed for autistic 
adults in the "(geographical) area where you work now"?  (Please, tick 2 boxes) 

 
*Professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each of the 
other answer choices. The %s for the other answer choices are based on the professionals who made a choice, n=66 (79-
13=66) 
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Appendix 16: Financial services availability 
Financial services availability 
Respondents: 
Adults: Had a financial service or tried to get a financial service in the last 2 years. 
Carer: Cared for an autistic adult who had financial service or tried to get a financial service in the last 2 years. 
Professional: Current work experience with financial services. 
 
Fig. 1: Data in Fig 1 are for adults who were not in a financial service now or in the last 2 years, but had tried to get a financial service in the last 2 years 
and failed. For these adults (n=11) the question was: what kind of financial service were you trying to get? (Check all that apply). Note: A hollow bar 
means n ≤ 3   
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Fig. 2: Data in Fig 2 are for adults who were in a financial service now or in the last 2 years. For these adults (n=97) the question was: what kind of 
financial service did you get? (Check all that apply). Note: A hollow bar means n ≤ 3   

 
 
Fig. 3: Data in Fig 3 are for all adults. The question was: If you could choose a financial service that fits your needs best now, what would you choose? 
(Please, tick 1 box).  
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Fig. 4: Data in Fig 4 are for carers of adults who were in a financial service now or in the last 2 years. For these carers (n=62) the question was: what 
kind of financial service did the adult get? (Check all that apply). Note: A hollow bar means n ≤ 3   
 

The data are stratified by high (n=33) and low (n=29) level of independence of the autistic adult.
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Fig. 5: Data in Fig 5 are for all carers (n=113). The question was: If you could choose a financial service that fits the adult’s needs best now, what 
would you choose? (Please, tick 1 box). Note: A hollow bar means n ≤ 3   
 

The data are stratified by high (n=67) and low (n=46) level of independence of the autistic adult.
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Fig. 6: Professional: For each type of adult financial service available for autistic persons, select the availability that best fits what you know. 
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Fig. 7: Professional: Which 2 types of financial services do you think are most needed for autistic adults in the "(geographical) area where you work 
now"? (Please, tick 2 boxes). Note: A hollow bar means n ≤ 3   

 
*Professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each of the other answer choices. The %s for the other answer 
choices are based on the professionals who made a choice, n=28 (38-10=28) 
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Appendix 17: Social services availability 
 
Social services availability 
Respondents: 
Adults: Had a social service or tried to get a social service in the last 2 years. 
Carer: Cared for an autistic adult who had a social service or tried to get social service in the last 2 years. 
Professional: Current work experience with social services. 
 
Fig. 1: Data in Fig 1 are for adults who were not in a social service now or in the last 2 years, but had tried to get a social service in the last 2 years and 
failed. For these adults (n=12) the question was: what kind of social service were you trying to get? (Check all that apply). Note: A hollow bar means n 
≤ 3   
 

  
 
  

0%

10%

20%

30%

40%

50%

60%

Life skills
training

Free time
activities

Family relations
support and
counseling

Support groups,
in person

Behavior
training, for an

individual

Behavior
training, in

groups

Program for
matching an
autistic peers

with other

Program for
matching an

autistic person
with a non-
autistic peer

Support groups,
on-line

Other

Adult, n=12

Adult: Kind of social service that was applied for, but failed



 

89 
 

Fig. 2: Data in Fig 2 are for adults who were in a social service now or in the last 2 years. For these adults (n=71) the question was: what kind of social 
service did you get? (Check all that apply). Note: A hollow bar means n ≤ 3   
 

 
Fig. 3: Data in Fig 3 are for all adults. The question was: If you could choose a social service that fits your needs best now, what would you choose? 
(Please, tick 1 box). Note: A hollow bar means n ≤ 3   
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Fig. 4: Data in Fig 4 are for carers of adults who were in a social service now or in the last 2 years. For these carers (n=40) the question was: what kind 
of social service did the adult get? (Check all that apply). 
The data are stratified by high (n=18) and low (n=22) level of independence of the autistic adult   Note: A hollow bar means n ≤ 3   

 
Fig. 5: Data in Fig. 5 are for all carers (n=112). The question was: If you could choose a social service that fits the adult’s needs best now, what would 
you choose? (Please, tick 1 box). 
The data are stratified by high (n=66) and low (n=46) level of independence of the autistic adult.  Note: A hollow bar means n ≤ 3  
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Fig. 6: Professional: For each type of adult social service available for autistic persons, select the availability that best fits what you know. 
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Fig. 7: Professional: Which 2 types of social services do you think are most needed for autistic adults in the "(geographical) area where you work now"?  
(Please, tick 2 boxes). Note: A hollow bar means n ≤ 3   

 

*Professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each of the other answer choices. The %s for the other answer 
choices are based on the professionals who made a choice, n=57 (74-17=57) 

0%

10%

20%

30%

40%

50%

60%

70%

80%

*I prefer not to
make a choice,

n=17

Life skills
training

Free time
activities

Behavior
training, for an

individuaæ

Support groups,
in person

Program for
matching autistic
peers with each

other

Behavior
training, in

groups

Support groups,
on-line

Family relations
support and
counseling

Program for
matching an

autistic person
with a non-
autistic peer

Professionals, n=57

Professional (n=74): Select 2 social services that are most needed



 

93 
 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Yes + No, but
plans to start it

No, but would
be helpful

Structured activities?

Professionals, n=96

Appendix 18: Residential services provision 
 
Residential services provision 
Respondents: 
Adults: In a residential service now or in the last 2 years 
Carer: Cared for an autistic adult, who was in a residential service now or in the last 2 years 
Professional: Current work experience with residential services 
 
Fig. 1 – 10: 
Adult and carer: Does or did the residential service provide: 
Professional: To the best of your knowledge, do the residential services for adults in the "(geographical) area 
where you work now" provide: 
 
Fig. 1a: Structured activities? Adult and carer  Fig 1b: Structured activities? Professional.  
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Fig. 2a: Activities to feel part of the community?                 Fig 2b: Activities to feel part of the community? 
Adult and carer                                 Professional.  

 
 
Fig. 3a: Opportunities to go into different places in                 Fig 3b: Opportunities to go into different places in 
the community? Adult and carer                  the community? Professional.  
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Fig. 4a: Physical environment that was adapted to needs?  Fig 4b: Physical environment that was adapted to 
Adult and carer.      needs? Professional.    

 
Fig. 5a: Staff with specialist autism spectrum training?  Fig 5b: Staff with specialist autism spectrum training? 
Adult and carer.           Professional.  

  

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Yes No Does not apply

Physical environment that was 
adapted to needs?

Adult, n=99 Carer, n=77

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Yes No Does not apply

Staff with specialist autism spectrum 
training?

Adult, n=99 Carer, n=77

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Yes + No, but
plans to start it

No, but would
be helpful

Staff with specialist autism 
spectrum training?

Professionals, n=96



 

96 
 

Fig. 6a: Ways to get specialist care when it is needed? Fig 6b: Ways to get specialist care when it is needed? 
Adult and carer.      Professional.  

 
 
Fig. 7a: Ways to coordinate other services with providers  Fig 7b: Ways to coordinate other services with 
in the area? Adult and carer.    providers in the area? Professional.  
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Fig. 8: Support for employment? Carer.               Fig. 9. Support for independent living? Carer.  
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Appendix 19: Waiting time for services 
Note: estimates for n<3 are not provided  

Waiting time for services 
Respondents: 
Adults: Had the specific service in the last two years 
Carer: Cared for an autistic adult who had the specific service in the last two years 
Professional: Non-medical group -current experience with the specific service 
 
Table 1-5 
Adults and carers: What was the waiting time for you/the adult to get into the <residential, employment, education, financial, social> service?  
Professionals: To the best of your knowledge, what is the waiting time before an autistic adult can get into the following <residential, employment, 
education, financial, social> services in the "(geographical) area where you work now"? 
Answer choices for all 5 tables: <1 month, 1-3 months, 3-6 months, > 6 months, “Don’t know” (“The service is not currently available”  - option for 
professionals only) 
%s in Tables are based on respondents who selected a waiting time (excluding respondents who selected the answer choice “Don’t know” (adults and 
carers) or ‘don’t know’ and ‘The service is not currently available’ (professionals).  
 
Table 1: The median waiting time for residential, employment, education, financial, social services among adults and carers 
  

Adult 
 

Carer 

 n Median waiting time, 
months  n Median waiting time, 

months  

Residential service 99 1-3  78 3-6  

Employment service 70 1-3  56 3-6  

Education service 36 1-3 38 1-3  

Financial service 97 1-3 62 1-3  

Social service 69 1-3  40 1-3  
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Table 2: The median waiting time for a specific residential service: 

Residential service Adult Carer Professional 

 n Median waiting time, months  n 
Median waiting time, 

months Total n 
Service not 
available % 

Don't 
know 

% 

N for 
median 
waiting 

time  

Median 
waiting 
time, 

months  
Help in own home 65 1-3 24 1-3 96 0 27 70 3-6 

Day center 7 1-3 4 * 96 3 39 56 3-6 

Full time residential facility 4 3-6  24 3-6     n/a 

Full time residential bedroom  n/a  n/a 96 8 45 45 3-6 

Full time residential apartment  n/a  n/a 96 4 35 59 3-6  
Help while living in a college 
or school dormitory 2 * 3 * 96 5 47 46 1-3 

Caregiver respite care 7 1-3 3 *  96 6 55 37 3-6 
*data omitted due to n≤3;  n/a: Repondent group was not asked the specific question 
Table 3: The waiting time for a specific employment service 

Employment service Adult Carer Professional 

  
n 

Median waiting 
time, months  n 

Median waiting 
time, months  Total n 

Service not 
available 

% 
Don't 

know % 

N for 
median 

waiting time 

Median 
waiting time, 

months  
Employment skills training 11 1-3 13 1-3 69 4 38 40 1-3 

Community job center 15 1-3  8 1-3     n/a 
Job placement specific for persons with 
ASD 5 *  3 * 69 13 42 31 1-3 

Employment counseling 5 *  5 * 69 12 49 27 1-3 

Internship or work placement 34 1-3 18 1-3 69 3 46 35 1-3 

Sheltered employment training 11 1-3 7 1-3 69 6 43 35 1-3 

Sheltered employment 5 * 6 1-3 69 3 42 38 1-3 

Job mentors 34 1-3 18 1-3 69 4 41 38 1-3 

*data omitted due to n≤3 
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Table 4: The waiting time for a specific adult education service 

Education service Adult Carer Professional 

 n 
Median waiting 

time, months  n 

Median 
waiting time, 

months  Total n 
Service not 
available % 

Don't 
know % 

N for 
median 
waiting 

time  

Median 
waiting 
time, 

months  
Day school or college for adults with autism 
spectrum 5 * 15 1-3 42 0 50 21 1-3 

Boarding school or college for adults with 
autism spectrum 2 * 2 * 42 5 60 15 1-3 

Mentorship or specialist support in regular 
education settings 24 <1 10 1-3 42 2 50 20 <1 

*data omitted due to n≤3 
Table 5: The waiting time for a specific financial service 

Financial service Adult Carer Professional 

 n 
Median waiting 

time, months  n 

Median 
waiting time, 

months  Total n 
Service not 
available % 

Don't 
know % 

N for 
median 
waiting 

time  

Median 
waiting 
time, 

months  
Stipend during school or job training 23 1-3 31 1-3 38 3 50 18 <1 

Unemployment benefits 36 <1 17 <1 38 5 47 18 <1 

Supplementary benefits 14 <1 10 <1 38 5 47 18 <1 

Full pension 9 3-6 5 1-3 38 3 52 17 3-6 
Special insurance to help pay for health 
care 2 * 1 * 38 5 87 3 * 

Transportation benefits 12 <1 10 1-3 38 11 42 18 <1 

Caregiver supplementary income 1 * 2 * 38 3 74 9 3-6 

Supported employment 6 1-3 2 * 38 3 63 13 <1 
*data omitted due to n≤3 
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Table 6: The waiting time for a specific social service 
Social service Adult Carer Professional 

 
n 

Median waiting time, 
months  

n 

Median waiting time, 
months  

Total n Service not 
available % 

Don't know % N for 
median 
waiting 

time 

Median 
waiting 
time, 

months  
Life skills training 28 1-3 18 <1 74 1 24 56 <1 

Support groups on-
line 

2 * 4 * 74 18 61 16 <1 

Support groups, in 
person 

12 <1 4 * 74 8 46 34 1-3 

Free time activities 11 1-3 6 <1 74 8 41 38 <1 

Family relations 
support and 
counseling 

8 1-3 2 * 74 7 62 23 1-3 

Behavior training, 
for an individual 

12 1-3 2 * 74 12 57 23 1-3 

Behavior training, 
in groups 

2 * 26 1-3 74 11 62 20 1-3 

Program for 
matching autistic 
peers with other 

3 * 1 * 74 23 72 4 * 

Program for 
matching an autistic 
person with a non-
autistic person 

1 * 4 * 74 21 76 2 * 

*data omitted due to n≤3 
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Appendix 20: Interventions 
Interventions 
Respondents: 
Adults: Had an intervention in the last 2 years 
Carer: Cared for an autistic adult, who had an intervention in the last 2 years 
Professionals: Medical group only: Current work experience with interventions.  
 
Fig 1a, 1b and 1c   
Adult and Carer: Based on your experience with interventions in the last 2 years, were the following topics part of the discussion before starting the 
intervention? 
Professional: Based on your knowledge and work experience, in the ‘(geographical) area where you work now’ how often are the following factors 
considered when deciding on interventions for adults on the autism spectrum? 
 
Fig. 1a and 1b Note: A hollow bar means n ≤ 3   
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Fig. 1b:  Note: A hollow bar means n ≤ 3   

 
  
Fig. 1c: Adults and carers only 
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Fig. 2a, 2 b and 2c 
Adult and carer: Based on your experience with interventions in the last 2 years, after the intervention started 
was there a regular review to check: 
Professional: Based on your knowledge and work experience, in the "(geographical) area where you work 
now" how often are the following factors parts of the intervention plan for an autistic adult? 
Fig. 2a: Adult and carer only        

    
 

 

Fig. 2b: Professional
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Fig. 3:  
Respondents: 
Adults: Had a psychosocial intervention in the last 2 years 
Carer: Cared for an autistic adult, who had a psychosocial intervention in the last 2 years 
Professionals: Medical group only: Current work experience with interventions.  
 
Adult and carer: Have you/the adult received a psychosocial intervention in the last 2 years? A psychosocial intervention can be something like 
individual or group therapy or a support group, but medicines and medical procedures are not part of it. – If yes, was the psychosocial intervention for: 
Professional: In this question we are asking about psychosocial interventions (e.g., individualized interventions, group therapy, support groups). Based 
on your knowledge and work experience in the "(geographical) area where you work now", how often are psychosocial interventions with autistic adults 
used for: 
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Adult, n=112: Yes Carer, n=29: Yes Professional, n=15: Standard practice Professional, n=15: Often considered
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Fig. 4:  
Respondents: 
Adults: Had a pharmacological intervention in the last 2 years 
Carer: Cared for an autistic adult, who had a pharmacological intervention in the last 2 years 
Professionals: Medical group only: Current work experience with interventions.  
 
Adult and carer: Have you/the adult received an intervention in the last 2 years that only used medicines and no other kinds of therapy? 
– If yes, was the medicine used for: 
Professional: In this question we are asking about pharmacological interventions. Based on your knowledge and work experience in the "area where you 
work now", how often are pharmacological interventions for autistic adults considered for:  
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Fig. 5: Note: A hollow bar means n ≤ 3   
Respondents: 
Adults: Had an intervention in the last 2 years for core autism symptom that only used medicines or medical procedures 
Carer: Cared for an autistic adult, who had an intervention for core autism symptom that only used medicines or medical procedures 
Professionals: Medical group only: Current work experience with interventions.  
 
Adult and carer: Have you/ Has the adult received an intervention in the last 2 years for treating core autism spectrum symptoms, such as poor social 
skills, that only used medication or other medical procedures? 
– If yes, did the medicines or medical procedures include: 
Professional: In this question we ask about either pharmacological or medical-type interventions used for core autism spectrum behaviors. Based on 
your knowledge and work experience in the "area where you work now", how often are the following pharmacological or medical-type interventions 
used for core autism spectrum behaviors specifically?  
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Fig. 6: Note: A hollow bar means n ≤ 3   
Respondents:  
Adults: In the last 2 years, a family member was in an intervention  
Carer: In the last 2 years, a family member of the autistic adult was in an intervention  
Professionals: Medical group only: Current work experience with interventions.  
 
Adult and carer: In the last 2 years, has anyone close to you/the adult - like a family member, sibling, partner or carer - received any of the following 
interventions? These kinds of interventions help people to better understand autism spectrum and how to better support the autistic adult and 
themselves. 
Professional: Based on your knowledge and work experience, in the ‘(geographical) are where you work now how often are the following interventions 
available for families, siblings, partners or carers of autistic adults?  
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Fig. 7a-7b Note: A hollow bar means n ≤ 3   
Respondents: 
Carer: In the last 2 years, autistic adult you cared for was in an intervention for challenging behavior  
Professionals: Medical group only: Current work experience with interventions. 
 
Carer: In the last 2 years has the adult had any challenging behavior, for example self-harm, attempted suicide or aggression towards others?  
- If yes, was the autistic adult in an intervention to help change the behavior? If yes, were any of the following factors talked about when deciding on an 
approach to help change the challenging behavior? 
Professional: Based on your knowledge and work experience in the "(geographical) area where you work now", if an adult on the autism spectrum 
displays challenging behavior (e.g., self-harm or aggression) how often are the following features considered when deciding on an approach to change 
the behavior? 
 
Fig. 7a:  
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Fig 7b: Note: A hollow bar means n ≤ 3   
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Fig. 7c 
Respondents: 
Adults: In the last 2 years, was in an intervention to help change challenging behavior (self-harm) 
 
Adult: In the last 2 years have you had any behavior where you were harming yourself (such as hitting yourself)/trying to harm yourself (including 
trying to commit suicide)? If yes, were you in an intervention to help change the behavior? If yes, were any of the following factors talked about when 
deciding on an approach to help change the behavior? 
 
Fig. 7c: 
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Fig. 8:  
Respondents: 
Adults: In the last 2 years, was in an intervention to help change challenging behavior (self-harm or harming other people) 
Carer: In the last 2 years, autistic adult you cared for was in an intervention for challenging behavior  
Professionals: Medical group only: Current work experience with interventions. 
 
Adult and carer: Were you/the adult in any of the following types of interventions in the last 2 years to help change challenging behavior? 
Professional: Based on your knowledge and work experience in the "area where you work now", how often are the following types of interventions used 
for challenging behavior in autistic adults?  
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Appendix 21: Characteristics of the ASD diagnosis process 
 
 
Characteristics of the ASD diagnosis process 
Respondents: 
Adults: 18 years or older when received the ASD diagnosis 
Carer: Cares for an adult who was 18 years or older when received the ASD diagnosis 
Professional: Had current work experience in the last 2 years with ASD diagnostic procedures 
 
Fig.1a: Note: A hollow bar means n ≤ 3   
Adult and carers: Were the following factors part of the adult’s diagnostic evaluation for autism spectrum? 
Professionals: Thinking of the adult diagnostic service for autism spectrum that you know best, how often are the following factors parts of the 
diagnostic evaluation for autism spectrum in adults? 
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Fig. 1b: Note: A hollow bar means n ≤ 3   
Adult and carers: Were the following factors part of the adult’s diagnostic evaluation for autism spectrum? 
Professionals: Thinking of the adult diagnostic service for autism spectrum that you know best, how often are the following factors parts of the 
diagnostic evaluation for autism spectrum in adults? 
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Fig 1c and 1d Note: A hollow bar means n ≤ 3   
Adult and carers: Were the following factors part of the adult’s diagnostic evaluation for autism spectrum? 
Professionals: Thinking of the adult diagnostic service for autism spectrum that you know best, how often are the following factors parts of the 
diagnostic evaluation for autism spectrum in adults? 
 
Fig. 1c: Adults: You were asked to fill out a questionnaire               Fig. 1d: Professionals: Biological tests 
about your symptoms 
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Appendix 22: Characteristics of post-ASD diagnosis support 
 
Characteristics of post-ASD diagnosis support 
Respondents: 
Adults: 18 years or older when received the ASD diagnosis 
Carer: Cares for an adult who was 18 years or older when received the ASD diagnosis 
Professional: Had current work experience in the last 2 years with ASD diagnostic procedures 
 
Fig. 1a: Note: A hollow bar means n ≤ 3   
Adult and carer: After the adult got the autism spectrum diagnosis, which of the following things happened? 
Professional: Thinking of the adult diagnostic service for autism spectrum that you know best, how often are 
the following factors considered as parts of the post-diagnostic activities for autistic adults? 
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Fig. 1b. Adult and carer: After the adult got the autism spectrum diagnosis, which of the following things 
happened? 

 
Fig. 1c Note: A hollow bar means n ≤ 3   
Carer: After the adult got the autism spectrum diagnosis, which of the following things happened? 
 
Professional: Thinking of the adult diagnostic service for autism spectrum that you know best, how often are 
the following factors considered as parts of the post-diagnostic activities for autistic adults? 
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Appendix 23: Health profile  
Note: Cells with less than 4 respondents are marked with n<4  
 
Health profile  
Respondents: 
Adults: All 
Carer: Experience in the last 2 years with the health of an autistic adult  
Professional: Professional knowledge or current work experience with the health conditions, health 
behaviors and medical contacts in autistic adults 
Carer: In the past 2 years has the autistic adult been diagnosed or treated by a doctor for: 
Professional: Do you believe that the following conditions are more frequent in autistic adults, compared to 
adults not on the autism spectrum? 
Adult: Since your 18th birthday, have you been diagnosed by a doctor with: 
Colours indicate whether results seem to be ‘somewhat higher’, ‘somewhat lower’, or ‘about the same’ as 
estimates identified in published references.   

 Adult, n=214 Carer, n=133  Professional, n=20 

Diagnosis  

Yes, has been 
diagnosed 

anytime since 
age 18 years 

Yes, has been 
diagnosed in 

last 2 to 3 years 
Referent 

Yes, believe it is more 
frequent in autistic 

adults 

Depression 71,0% 53,8% 10%1 90,0% 
Anxiety 54,7% 55,6% 9%1  95,0% 
Sleep problems 59,8% 63,2% 9,6%1 80,0% 

Stomach or  digestion problems 39,7% 35,0% 27,5%  
(GI problems) 1  40,0% 

Allergies 31,2% 35,3% 28,7%1  0,0% 
Infections 33,2% 25,6% 72,5%1  n<4 
ADHD 29,4% 24,8% 2%1  80,0% 
Learning disability 11,2% 23,3% 8%2  90,0% 

Other mental or psychiatric disorders 19,6% 13,5% 

18.1%-36-1% 
(lifetime prevalence, 
all mental disorders);  
9.8-19.1 (12 month 

prevalence; all mental 
disorders)8 

75,0% 

Overweight 37,9% 33,6% BMI>= 25: 58% 
male, 44% female5 55,0% 

High blood pressure 17,3% 3,8% 15,6% 1  30,0% 
Asthma 11,7% 12,8% 10,3%1  n<4 
Epilepsy n<4 3,8% 0,7%1  65,0% 
Diabetes 5,1% 3,8% 4,3% 1  n<4 
Cancers  n<4 2,2% 1  0,0% 
Chronic obstructive pulmonary disease n<4 n<4 6,5%4  0,0% 

Self-harm or injury n/a 29,6% 16-18% 
 (adolescents) 6 80,0% 

Accidents with injuries n/a 19,7% 10% 3  n<4 
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Suicide or suicide attempt n/a 6,8% 0,32%1 55,0% 
Vision problems n/a n/a 0,1% 1  n<4 
Hearing impairment n/a n/a 2,0%1  n<4 
Stress n/a n/a  59%7 95,0% 
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Appendix 24: Hospital contacts 
Note: Cells with less than 4 respondents are marked with n<4 
 
Hospital contacts 
Respondents: 
Adults: Any in-/outpatient hospital contact in the last 2 years. 
Carer: Cared for an adult who had any in-/outpatient hospital contact in the last 2 years. 
Professional: Professional knowledge or current work experience with the health conditions, health 
behaviors and medical contacts in autistic adults 
 
Table 1: 
Adult and carer: What was the reason for your/the adult’s most recent hospital contact? (Check all that 
apply). 
Professional: Do you believe that the following reasons for hospital contacts are more frequent in autistic 
adults, compared to adults not on the autism spectrum? 

  

Adult, n=116 
Reason for most 
recent hospital 

contact 

Carer, n=44 
Reason for adult’s 

most recent 
hospital contact 

Professional, n=20 
Yes, believe it is 
more frequent in 

autistic adults 
Pain 39,3% 34,8% 30,0% 
Anxiety 12,5% 28,3% 60,0% 
Depression 11,5% 24,4% 70,0% 
Accidents with injuries 17,9% 20,5% n<4 

Stomach or digestion problems 12,4% 15,6% 20,0% 

Infections 12,5% 15,6% n<4 

Sleep problems 6,3% 26,8% 60,0% 

Other mental or psychiatric disorders 8,9% 20,5% 75,0% 

Self-harm or injury 6,3% 16,3% 65,0% 

Suicide attempt 6,3% 9,0% 55,0% 

High blood pressure 4,5% n<4 n<4 

Allergies 4,5% 13,3% n<4 

Cancer n<4 n<4 0,0% 

Epilepsy n<4 n<4 50,0% 

Asthma n<4 n<4 n<4 

Diabetes n<4 n<4 0,0% 

Overweight n<4 n<4 25,0% 
Chronic obstructive pulmonary 
disease n<4 0,0% 0,0% 

Heart conditions n/a 13,6% n<4 
Contact was due to a previously 
diagnosed condition, poor adherence  13,4% <10% 15,0% 

Was admitted in an advanced stage 
of a health problem  6,3% 9,1% 35,0% 
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Appendix 25: Health behavior 
 
Health behavior 
Respondents: 
Adults: All 
Carer: Experience in the last 2 years with the health of an autistic adult  
Professional: Current work experience with the health conditions and behaviors and medical contacts in 
autistic adults 
 
Fig. 1a and 1b: 
Adult: Do you have any of the following health characteristics? 
Carer: In the last 2 years, has the autistic person you care for had any of the following health characteristics? 
 
Fig. 1a:  
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Fig. 1b: 

 
 
Fig. 1c: 
Professional: Do you believe that the following characteristics are less frequent in autistic adults, compared 
to adults without autism spectrum?  
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Fig. 1d:  
Professional: Do you believe that the following characteristics are more frequent in autistic adults, compared 
to adults without autism spectrum?  
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Appendix 26: Top considerations to promote better health in autistic adults 
 
Top considerations to promote better health 
Respondents: 
Carer: Experience in the last 2 years with the health of an autistic adult  
Professional: Professional knowledge or current work experience with the health conditions, health 
behaviors and medical contacts in autistic adults 
 
Fig.1:  

Carer: Thinking of the reasons for hospital contacts in autistic adults, select 3 options below that you think 
might be top considerations for research to promote better health and prevent hospital contacts in adults with 
autism. (Please tick 3 boxes). 

Professional: Select 3 options below that you think might be top considerations for research to promote 
better health and prevent hospital contacts in adults on the autism spectrum. (Please, tick 3 boxes). 

  
*Carers and professionals who selected “I prefer not to make a choice” are not included in the calculation of % for each 
of the other answer choices. The %s for the other answer choices are based on the carers and professionals who made a 
choice. Carers: n=132 (132-22=110) professionals, n=17 (20-3=17) 
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Appendix 27: Transition from adolescent to adult services 
Transition from adolescent to adult services 
Respondents: 
Adults: Had gone through the adolescent to adult services transition in the last 2 years 
Carers: Cares for an adult who had gone through the adolescent to adult services transition in the last 2 years 
Professionals: Current work experience with adults going through the adolescent to adult services transition 

Adult and carer: Which of the following practices did you experience as you/the adult went through the change from adolescent to adult services? 
Professional: Based on your current work experience, select the answer that best describes the services practices for youth, including youth on the 
autism spectrum, around transition in the "(geographical) area where you work now". 
Fig. 1a-1b: The autistic adults were asked about 14 different services practices. Figure 1 displays the subset of 7 services practices that were most 
frequently experienced by the autistic adult respondents and Figure 1b displays the subset of  7 services practices that were least frequently experienced 
during the adolescent to adult services transition. 
Fig. 1a: Note: A hollow bar means n ≤ 3   
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Fig. 2 Questions about services practices during the adolescent to adult transition that were limited to carers and professionals only 

Carer: Which of the following practices did you/the adult experience when the adult went through the change from adolescent to adult services? 

Professional: Based on your current work experience, select the answer that best describes the services practices for youth, including youth on the 
autism spectrum, around transition in the "(geographical) area where you work now". 
 
Fig. 2: Note: A hollow bar means n ≤ 3   
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Fig. 3 Questions about services practices during the adolescent to adult transition that were limited to professionals only 
Professional: Based on your current work experience, select the answer that best describes the services practices for youth, including youth on the 
autism spectrum, around transition in the "(geographical) area where you work now".  
 
 Fig. 3: Note: A hollow bar means n ≤ 3   
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Appendix 28: Major life transition 

Major life transition 
Respondents: 
Adults: Had gone through a major life transition in the last 2 years 
Carer: Cares for an adult who had gone through a major life transition in the last 2 years 
Professionals: Current work experience with adults on the autism spectrum that included experience with major life transitions 
Fig. 1:  
Adult: Did you experience the following things when you went through a major life transition, or change, in the last 2 years? If you had more than one 
major change, think of your most recent one to answer the questions.  
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Fig. 2: 
Carer: Did you experience the following things when the autistic adult went through a major life transition, or change, in the last 2 years? If you had 
more than one major change, think of your most recent one to answer the questions. 
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Fig. 3:  
Professionals: Based on your current work experience with adults on the autism spectrum during major life transitions, how often are the following 
factors considered in the "(geographical) area where you work now"? 

  
   

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

Adult was part
of decision

making

What would
happened during

the
transitionwas
explained and

easy to
understand

Reasons for
transition were
explained and

easy to
understand

New place
checked for

accommodation

New people
received ASD

training

Steps to
acquaint adult

with new
situation

Follow up on
satisfaction with

the transition

Follow up on
how the

transition went

Adult had legal
rights to an
advocate in
transition

Personal mentor
before, during

and after
transition

Professionals (n=78): Services factors considered for autistic adults going through a major 
life transition

Standard practice Often considered Rarely or never considered



 

132 
 

Appendix 29: Elderly (>55 years of age) 
Note: A hollow bar means n ≤ 3  
Elderly (>55 years of age) 
Respondents 
Adults:All 
Carers: Current experience with autistic elder >55 years 
Professionals: Current experience with autistic elder care >55 years 
 
Fig. 1a-1b: 
Adults: All 
We would like to get your opinion on 3 areas where improvements are most urgently needed at this time in 
care for elders on the autism spectrum. (Please, tick 3 boxes). 
The autistic adults were asked about 15 different areas of improvment. Figure 1a displays the subset of the 9 
most frequent choices for areas where improvments are most urgently needed and Figure 1b displays the 
subset of the 6 least frequent choices for areas where improvements are most urgently needed.  
Of the 167 adult respondents, n=83 selected the answer “I prefer not to make a choice”. The %s in Fig 1a-1b 
are based on the n=84 adults who made a choice (167-83=84) 
Fig. 1a:  
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Fig. 1b Note: A hollow bar means n ≤ 3   

 
   
Fig 2 
Professional: Current work experience with autistic elders >55 years 

Very little is known of elder hood in autism spectrum. Based on your professional knowledge and experience 
with elders on the autism spectrum, select 3 areas of knowledge and care practice where improvements are 
most urgently needed at this time. 

The professionals were asked about 15 different areas of improvment. Figure 1a displays the subset of the 9 
most frequent choices for areas where improvments are most urgently needed and Figure 1b displays the 
subset of the 6 least frequent choices for areas where improvements are most urgently needed.  

Of the 28 professional respondents, n=7 selected the answer “I prefer not to make a choice”. The %s in Fig 
3a-3b are based on the n=28-7=21 professionals who made a choice 

Fig. 2 

  
 
 
 
 
 
 
 
 
 
 
Fig 3 
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Fig 3  

Adults, carers, professionals: Thinking of your answers in the previous question, select 2 approaches for 
making improvements in care and services of elders on the autism spectrum. 

The figure below shows the answer choices by each respondent group, ordered from the most frequently 
selected choice by the autistic adults (left) to least frequently selected choice by the autistic adults (right).  

N’s in the figure correspond to the respondents who made a choice (excluding respondents who selected the 
answer ‘I prefer to not make a choice’) 
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Appendix 30: Good local models 
Note: A hollow bar means n ≤ 3  
Good local models 
Respondents: 
Adults: All who satisfied criteria for answering questions in the relevant section 
Carer: All who satisfied criteria for answering questions in the relevant section 
Professional: All who satisfied criteria for answering questions in the relevant section 
 
Fig 1a and 1b: 
Adult, carer and professional: Do you know of a <specify> service for adults, in your area or elsewhere in your country, which works very well for 
adults on the autism spectrum?  
Fig 1a: Note: A hollow bar means n ≤ 3   
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Fig. 1b: Note: A hollow bar means n ≤ 3   
 

 
 

 

0%

10%

20%

30%

40%

50%

60%

70%

80%

ASD diagnosis
Adult, n=216
Carer, n=143
Prof., n=21

Residential
Adult, n=193
Carer, n=121
Prof., n=96

Employment
Adult, n=187
Carer, n=116
Prof., n=69

Financial
Adult, n=179
Carer, n=113
Prof., n=38

Education/training
Adult, n=182
Carer, n=113
Prof., n=42

Social
Adult, n=175
Carer, n=112
Prof., n=74

Major life
transition

Adult, n=170
Carer, n=109
Prof., n=78

Adolescent-adult
transition

Adult, n=170
Carer, n=416
Prof., n=188

Elder service
Adult, n=167
Carer, n=109
Prof., n=28

Healthcare
Adult, n=208
Carer, n=139
Prof., n=19

Don't know good local programs or services

Adult: Don't know Carer: Don't know Professional: Don't know


	1: Dansk sammenfatning
	2: Executive summary
	3. Introduction and guide for the reader
	4. Background
	5. Objectives
	6: Methods: On-line survey
	Survey development
	Survey distribution
	Ethical considerations
	Survey data assembly and statistical analysis
	Statistical analysis

	7: Survey results
	Specific Objective 1: Approaches to services and care, including interventions (APP 1-APP 20)
	Professionals’ backgrounds and characteristics of their workplace (APP 1-APP 2)
	Summary (APP 1-APP 2):

	Organization of services: Adults’ and Carers’ experiences (APP 3-APP 4)
	Summary (APP 3-APP 4):

	Recommendations for organization of ASD services: Professionals’ experiences (APP 5-APP 7)
	Summary (APP 5-APP 7):

	Recommended features of services for persons with ASD (APP 8-APP 12)
	Summary (APP 8-APP 12):

	Availability of and preferences for residential, employment, educational, financial, and social services (APP 13-17)
	Summary (APP 13):
	Summary (APP 14):
	Summary (APP 15):
	Summary (APP 16):
	Summary (APP 17):
	Overall summary (APP 13-APP 17):

	Alignment with guidelines: Recommendations regarding residential services provisions (APP 18)
	Summary (APP 18):

	Waiting times for specific services: residential, employment, education, financial, social (APP 19)
	Summary (APP 19):

	Alignment with guidelines: Recommendations regarding practices around interventions for autistic adults (APP 20)
	Summary (APP 20, Fig 1a-1c):
	Summary (APP 20, Fig 3-5):


	Specific Objective 2. Diagnosis process and post-diagnosis support (APP 21-APP 22)
	Alignment with guidelines: Recommendations for ASD diagnosis and post-diagnosis support (APP 21 and APP 22)
	Summary (APP 21-APP 22):


	Specific Objective 3. Managing comorbidity (to reduce hospital visits) (APP 23-APP 25)
	Health and managing comorbidity (to reduce hospital visits (APP 23-APP25)
	Summary (APP 23-APP 26):


	Specific Objective 4. Managing transitions (APP 27-APP 28)
	Alignment with guidelines: Recommendations regarding managing transitions
	Summary (APP 27-APP 28):


	Specific Objective 5. Elder care (APP 29)
	Elder autistic adult care (APP 29)
	Summary (APP 29):


	Specific Objectives 1- 5.  Do you know of a good local model of service? (APP 30)

	8: Concluding remarks on the survey
	9: References
	10: Appendices
	Appendix 1: Characteristics of the professional’s current work place
	Appendix 2: Guidance and awareness in the professional’s workplace
	Appendix 3: Type of organization where applied for a service
	Appendix 4: In your current service, who was the service set up for (all adults, autistic adults only, adults with special needs)
	Appendix 5: ASD services policy and organization: Written guidelines regarding ASD
	Appendix 6: ASD services policy and organization: Services system specific for autistic adults
	Appendix 7: ASD services policy and organization: ASD specific teams
	Appendix 8: Characteristics of services in general
	Appendix 9: Services staff training
	Appendix 10: Services coordination
	Appendix 11: Single point of contact for services coordination
	Appendix 12: Information that is easy to understand
	Appendix 13: Residential services availability
	Appendix 14: Employment services availability
	Appendix 15: Adult education services availability
	Appendix 16: Financial services availability
	Appendix 17: Social services availability
	Appendix 18: Residential services provision
	Appendix 19: Waiting time for services
	Appendix 20: Interventions
	Appendix 21: Characteristics of the ASD diagnosis process
	Appendix 22: Characteristics of post-ASD diagnosis support
	Appendix 23: Health profile
	Appendix 24: Hospital contacts
	Appendix 25: Health behavior
	Appendix 26: Top considerations to promote better health in autistic adults
	Appendix 27: Transition from adolescent to adult services
	Appendix 28: Major life transition
	Appendix 29: Elderly (>55 years of age)
	Appendix 30: Good local models


