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Introduction 

 

Norfolk County Council commissioned a new service that aims to deliver short-term 
low-level support for autistic adults.  The service involves one-to-one work with a 
coach for up to 12 weeks.  The support will focus on a specific issue, for example: 
life skills, confidence building, or accessing other services.   This research project was 
set up to find out how best to evaluate the impact of this type of service.  Norfolk 
County Council (NCC) and the University of East Anglia (UEA) worked together on 
this project which took place from October 2023 to March 2024.  
 

This summary report aims to share the key learning from the project.  NCC and the 
UEA aim to use this learning to apply for funding from the National Institute for 
Health and Care Research to enable a much bigger research project.  We also 
hope this learning will support development of autism support services both locally 
and nationally.    
 

Aims: what we wanted to know  
 

• We wanted to understand more about the needs, wellbeing and quality of life 
of autistic adults in Norfolk.  We also wanted to know how we can measure this 
to evaluate effectiveness of a low-level service.  
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Methods: what we did  
 

• We set up an Autism Research Group that included five autistic adults.  The 
group met regularly to support development of the work and ensured an autism 
perspective throughout.  The group contributed to developing the survey, 
interpreting the findings and co-designing this report. 
 

• We did a scoping review to understand what research has already been done 
on low-level and short-term support services, and what similar services currently 
exist in the UK.    
 

• We carried out a survey to find out more about the needs, wellbeing and 
quality of life of autistic adults in Norfolk, and how we can measure this to 
evaluate effectiveness of the service. 

Findings 
 

Scoping review 

 

• There is a scarcity of research into services providing low-level support for 
autistic adults. Some studies suggest positive impacts, including increased 
access to education, employment, improved social connections, health and 
wellbeing, and managing day-to-day life.   There is a need for robust research 
to extend the evidence base to inform policy making and practice. 
 

• There are pockets of practice across the UK where low-level or short-term 
support services (similar to the Norfolk service) have been established.  These 
services could share learning to better understand how low-level and short-term 
support services can be most effective.   
 

• Accurate measurement of quality of life is important for evaluation of autism 
services and trials of interventions.  Many different quality of life measures exist, 
and it is important to use measures which are accessible and meaningful to 
autistic people. Based on our scoping work and working with the Autism 
Research Group, we selected two measures to pilot with autistic adults in 
Norfolk to assess their quality of life1,2.    

  

 
1 World Health Organisation Quality of Life measure (WHOQOL-BREF): The World Health Organization. 
(1996). WHOQOL-BREF: Introduction, administration, scoring and generic version of the assessment: 
field trial version, December 1996. World Health Organization. 
2 Autistic Spectrum Quality of Life measure (ASQoL): McConachie, H., Mason, D., Parr, J.R., Garland, 
D., Wilson, C. & Rodgers, J. (2017) Enhancing the validity of a Quality of Life measure for autistic 
people. Journal of Autism and Developmental Disorders. 
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Survey response 

 

The survey was open from January to February 2024. 119 autistic adults provided a 
full response.  The characteristics of people who responded are outlined below:  
 

Age group 

 

• The majority of respondents (74%) were under 45 years old. Of these, the biggest 
group of respondents were those aged 35-44 years (34%).  These findings may 
reflect: 
 

▪ National statistics which show autistic identity is observed at higher rates in 
younger age groups. 

▪ The channels used to publicise the survey, which may have better reached 
younger people. 

▪ More interest in this type of service among younger people.  For example 
one respondent said they would have benefitted more at a younger age: 
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Sex and Gender 

 

• 72% of respondents were female.  Despite active attempts to share the survey 
with men’s groups in Norfolk, men are under-represented.   This may reflect the 
gendered nature of both willingness to take part in surveys and participation in 
the social media channels or community groups used to publicise the survey.   

 

• 9% of respondents (who also all stated their sex as ‘female’ or ‘neither option’) 
preferred to self describe their gender identity (e.g. agender, genderqueer, 
non-binary, transgender).  This compares to 0.3% of the Norfolk population. This 
finding reflects wider research which shows intersections between 
neurodivergence and LGBTQ+ identities.   

 

Ethnicity 

 

• The majority described themselves as white (92%), with 5% of mixed or multiple 
ethnic groups and 2% specifying an other ethnic group.  This is representative 
of the Norfolk population (which is 95% white).  However one respondent from 
an ethnic minority highlighted how living in a predominently white county can 
impact on how accessible services feel:   
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Disability 

 

• Overall 92% of respondents said they had a long-term illness, disability or health 
problem that limited daily activities or work.  The types of disability or health 
condition are shown in the chart above.  

 

• The majority (91%) of those that said they had a disability cited a 
neurodivergent condition.  However not all respondents may have viewed 
autism itself as what disabled them, as many also reported other conditions 
such as mental health issues.  One respondent commented on the potential 
interaction between autism and co-occuring conditions:  
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Survey findings 

 

Need for a low-level support service:  
 

Comments from survey respondents indicated a sense of isolation, trying to cope 
alone with a lack of support, with some feeling their needs were considered too 
‘low- level’ to be eligible for help.  Many respondents were positive about the idea 
of a new low-level short-term service:   
 

 

 

 

 

Several respondents also emphasised the importance of continued engagement 
with autistic people about development of the service.  For example, one 
respondent commented:  

 

Personal outcomes from a support service 

 

• Autistic adults in Norfolk reported that they would like support from a service 
across a whole range of outcomes.  The top priorities were directly related to 
mental health and wellbeing.  What was especially important to respondents 
was having a safety net to fall back on to stop problems escalating, and feeling 
in control of day-to-day life.  
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The following responses show the kind of issues autistic adults said they would like 
help with:    
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Barriers to accessing the service 

 

• The most significant barriers related to ‘the fear of the unknown’: understanding 
expectations for involvement and feelings of anxiety. 

 

• Other significant barriers were poor past experience of support, concerns that 
staff may not be understanding, and believing others to be more in need of 
support. 
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The following responses tell us more about how autistic adults felt these barriers 
affected them:  
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Quality of Life 

 

The measures used in the survey help to show what quality of life is currently like for 
autistic adults in Norfolk.   
General Quality of Life: The table below shows scores using the WHOQOL-BREF 
measure, compared to those for the UK autistic and general population. 

• The scores are similar to those generally found for autistic people in the UK.  
These are lower than the average scores for the general population3. 

 

• The Norfolk scores are very similar to those for UK autistic people for physical 
health and social relationships.  However, scores are slightly lower for the Norfolk 
sample, particularly for psychological health and environment (e.g. finance, 
housing, transport).  

 

Quality of Life score (WHOQOL-BREF measure) 
Quality of life domain Average score (out of 100) 

 Norfolk UK – autistic 
people4 

UK – general 
population4 

Physical health 

(e.g. mobility, pain, sleep, daily 
living activities) 

47 48 76 

Psychological  
(e.g. positive or negative feelings, 
self esteem, body image) 

37 44 68 

Social relationships 

(e.g. personal relationships, social 
support, sexual activity) 

40 40 71 

Environment 
(e.g. finance, home environment, 
transport) 

48 56 68 

 

Autistic Spectrum Quality of Life (ASQoL):  The ASQoL is a 9-item measure of self-
reported quality of life, designed specifically for use with autistic adults.  The scores 
for all nine items are shown in the charts below. 
 

• There was a wide range of responses for each area of quality of life.   
 

• For all areas approximately half of respondents reported that they were 
experiencing notable challenges.    

 
3 Note that comparator data is from 2018, since when other factors such as covid and the cost of 
living crisis may have impacted quality of life scores. Mason, D., McConachie, H., Garland, D., 
Petrou, A., Rodgers, J., & Parr, J. R. (2018). Predictors of quality of life for autistic adults. Autism 
Research, 11(8), 1138-1147. https://doi.org/10.1002/aur.1965 

 

https://doi.org/10.1002/aur.1965
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• Only 27% of respondents were currently satisfied with their friendships. 
 

• Most respondents reported feeling at ease with their autistic identity, with only 
18% responding ‘A little’ or ‘Not at all’ to this question. 
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Feedback on ‘Quality of Life’ measures 
 

• We asked survey respondents for feedback on the quality of life measures they 
filled in.  Most respondents reported that the measures felt easy to use and 
relevant.  This indicates that these measures may be appropriate to use for 
further evaluation.  However, 10% needed help filling in the survey as a whole.    

 

• Some respondents (less than 25%) said there were other aspects of quality of life 
they would like to have been asked more about.  Suggestions included the 
impact of co-occurring conditions, burnout, stimming and routines, parenting, 
sexual and romantic relationships, and long term hopes and prospects.  This 
highlights wider areas of quality of life that are important to some autistic adults.  
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Implications and next steps 
 

This survey has provided a valuable insight into current experiences of autistic adults 
in Norfolk.  There are implications both for the new service and for future research. 
 

• Inclusion: Men and older people are likely to be under-represented in this 
survey. It is not yet known if this will be reflected in who accesses the support 
service itself, but the finding shows the importance of monitoring who the 
service supports.  A comparatively high proportion of gender non-conforming 
people and people with co-occurring physical/mental health conditions 
responded to the survey and this may indicate areas where particular staff 
expertise is required.  Further research will need to consider who the service 
reaches and also build in ways to support those who need help to complete the 
quality of life measures.  

 

• Outcomes: The survey shows that access to a new support service would be 
valued. Comments from survey respondents indicated a sense of isolation, and 
lack of support, and that support was desired in relation to a range of 
outcomes.  The top outcome priorities were having a safety net to fall back on 
to stop problems escalating, and feeling in control of day-to-day life.  Finding 
ways to support these outcomes may be an important focus for the service.  

 

• Barriers: The findings give a good picture of the range of barriers to accessing 
services experienced by autistic adults in Norfolk. The most important barriers 
related to ‘the fear of the unknown’, and finding ways to address this may be 
particularly important for the service to prioritise.  Understanding referral and 
engagement barriers will be vital for effective service delivery. 

 

• Quality of life: It is concerning that average scores for quality of life were low for 
autistic adults in Norfolk, supporting the need for this type of service.  There was 
also a wide range of experiences around different areas of quality of life, which 
supports a tailored approach to support individual needs.  The low rate of 
satisfaction with friendships indicates that this could be an area for the service 
to focus on.  

 

• Further research:  This scoping work has shown that more research is required to 
explore whether low-level support can be an effective way of improving 
wellbeing and quality of life for autistic adults.  The survey has provided 
evidence of the kind of outcomes that will be important to evaluate, and the 
type of measures that can be used.  Building on this initial scoping work, NCC 
and UEA aim to apply for a larger grant from the National Institute for Health 
and Care Research to enable longer term evaluation.  This work could also 
widen the reach beyond Norfolk to include similar services operating in other 
parts of the UK.  
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