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Providing Support to Young People (16-18) on the Autism Spectrum 

Living in Warwickshire: an evaluation of the Warwickshire Adult 

Autism and Asperger Support Service model to determine its 

suitability for young people 

foreword 

The Autism Act (2009) was the first piece of autism specific legislation for adults in the 

UK and led directly to the Autism Strategy and Statutory Guidance of 2010, which 

placed a huge onus on local authorities to examine the provision of their services for 

people with autism and to amend them accordingly, in order to create ease of access 

and equality of opportunity and approach to all individuals on the autism spectrum. This 

evaluation has proved a useful tool in Warwickshire’s response to these challenges. 

 

For many years, those of us working in the field of autism have been aware of the 

inherent inequalities in ‘the system’ regarding diagnosis, assessment of need and 

provision of appropriate help and support right across the age and ability spectrum. Two 

groups have traditionally been particularly ill-served: adults who do not meet eligibility 

criteria for learning disability or mental health focused services and those in the 16-18 

age-bracket, who fall between child and adult services. I therefore particularly welcome 

this evaluation for seeking to address the very specific needs of these two groups and 

for attempting the comparison to determine whether the success of the adult service 

provides a suitable model for the adolescent service to bridge the gap between child 

and adult services. 

 

From the very comprehensive data analysis it is clear that, despite obvious differences 

in the way the pilot adolescent project was conducted in contrast to the adult model, a 
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number of convergent themes emerge. The paramount theme is the importance of 

finding ways of engaging with people on the autism spectrum and their families, to bring 

their individual and collective voices to the fore.  

 

A major benefit of the research has been the consistent liaison between the pilot project 

and the adult service, with an emphasis on preventative work, not crisis management. 

These are the keys to the future success of the support journey of people with autism in 

transition between child and adult services.  

 

Another important facet to emerge has been the recognition that people with autism 

have so much more about their identity than just their autism. The focus must be on the 

needs of each individual, but they need someone to listen and understand before they 

can even begin to discuss their support needs. That someone must have the time to 

build rapport and the knowledge to understand each person’s autism. Therefore, 

adaptability and flexibility are vital in order to work towards maximum inclusion 

opportunities within given time limits and there must be an acknowledgement that high 

anxiety and low confidence are obstacles to building a rewarding life. Time and again 

the need was also identified for autism training for all professionals involved in providing 

services to individuals on the autism spectrum, a major tenet of the Autism Strategy. 

 

The importance of involving families to bridge the gap between services cannot be over 

stated. A finding from this research is that family members felt their input could be 

valuable and that they were being ignored so there is a real need both to help families 

understand why their views may be secondary and to help young people understand 
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why family input is important. Further research is required regarding any possible 

correlation between insufficient support and the potential deterioration of family 

relationships with those bearing the support, but for me the involvement of families is an 

essential component in the ongoing support of any individual with an autism diagnosis, 

so I was pleased to see this acknowledged. 

 

Overall, this evaluation provides a snapshot of what can be achieved in the long term, 

given proper resourcing, and what I welcomed most of all in this report was the 

recognition that people with autism who receive support early on are more likely to lead 

fulfilling and rewarding lives.  

 

Elizabeth Attfield 

Manager, Specialist Autism Training Services 

Autism West Midlands 
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Glossary 

The terms ‘individuals with autism’ or ‘individuals on the autism spectrum’ have been 

used interchangeably throughout the document to refer to people who experience a 

range of challenges brought by autism. It is also acknowledged that people 

experiencing these challenges may or may not have a diagnosis. 

 
Term or abbreviation 
 

 
Stands for or means 

ACER 
 

Autism Centre for Education and Research 

Autism 
 

Individuals on the autism spectrum 

AS 
 

Asperger syndrome 

AWM 
 

Autism West Midlands 

CAMHS Child and Adult Mental health Services 
 

DEA 
 

Disability Employment Advisor 
 

DfE 
 

Department for Education 

DfES 
 

Department for Education and Skills 

DoH 
 

Department of Health 

FACS 
 

Fair Access to Care Services 

HFA 
 

High Functioning Autism 
 

LA 
 

Local Authority 

NAS 
 

National Autistic Society 

NCSE 
 

National Council for Special Education (Ireland) 

NHS 
 

National Health Service 

PCT 
 

Primary Care Trust 

SEN 
 

Special Educational Needs 
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Executive summary 

Introduction  

Research has shown that poor adult outcome in autism is related to a failure to 

understand their support needs and the challenges of daily living (Howlin, 2000). Lack 

of support often leads to exclusion from social and educational settings, which impacts 

negatively on future employment and independent living prospects (Passey, 2010). How 

successful individuals and families are at dealing with their individual challenges 

depends greatly on the support and understanding they encounter within their micro and 

macro social worlds. Support is thus needed to help combat isolation, deal with 

independent living and access appropriate and rewarding employment: 

‘I have Asperger syndrome. I have been out of college for 4 and a half years now and 

don’t work. My high anxiety and low stress tolerance mean that I find it very difficult to 

function well or comfortably in most social situations……The support that has been 

given to me has helped me to be where I am today, in permanent accommodation, and 

will continue to help me find employment and how to deal with my independence’ (adult 

male with Asperger syndrome). 

 

Autism-specific legislation (Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England, 2010) places a responsibility on local authorities and health bodies 

to make provision for people on the autism spectrum. Engaging the voice of people on 

the autism spectrum concerning their needs is a central element of the strategy.  

 

Warwickshire Social Care responded to the Autism Act in 2009 by consulting with 

people on the autism spectrum and their parents/carers. Warwickshire then set up a 
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service for adults on the autism spectrum aged 18 years and over in 2009. This service 

was deemed to be successful, and so the Integrated Disability Service (IDS) was keen 

to extend and test the model for 16-18 year olds on the autism spectrum who were 

either in college or NEET (not in education, employment or training). The IDS were keen 

to assess whether preventative work would reduce the need for support at a later stage. 

Warwickshire is particularly concerned about individuals at the higher end of the 

spectrum, including those with Asperger syndrome, who do not meet Fair Access to 

Care Services (FACS) criteria set by the Council in relation to social care, yet still have 

unmet needs.  

 

This study 

A successful bid to Aiming High for Disabled People provided funding to enable the IDS 

to implement a pilot study to evaluate the service. The Autism Centre for Education and 

Research (ACER) at the University of Birmingham was asked to conduct this study. The 

purpose of the evaluation was to consider the suitability of the support model used by 

the Adult Autism and Asperger Service for 16-18 year olds who are in college or NEET. 

This entailed evaluation of what support the Adult Autism and Asperger Service 

provided for adults aged 18 and over; assessment of how this support was delivered, 

and by whom; consideration of how well the model worked with the 16-18 year olds and 

identification of the issues in providing this service for the 16-18 year olds. Views on the 

success of the model were obtained from people on the autism spectrum in receipt of 

the support from both the 16-18 and post 18 age groups, parents/carers, and 

professionals. In total, 21 service users, 23 parent/carers and 14 professionals provided 

information. These voices lay the foundations for future developments for this service 
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and have implications for national development in relation to young people and adults 

on the autism spectrum. 

 

Taking into consideration the different communication preferences (Hill, 2006) and 

social challenges faced by people on the autism spectrum around transition (Cameron 

and Murphy, 2002), a range of tools was developed to access their voices. These 

included photomontages, narrative diaries, interviews, stories, questionnaires and 

documentary analysis.  

 

Main Findings 

The methods were quick and easy to use, although many individuals on the spectrum 

found it difficult to participate and therefore needed support to make that initial step into 

engaging with the study. Factors which affected their engagement were the time frame 

imposed by the study’s funding, demands for support made on staff additional to their 

daily workload and general anxieties experienced by people on the spectrum around 

engaging in a new activity and meeting a new person. That said, participants were 

nevertheless able to provide clear, detailed information concerning support needs and 

solutions in a very short space of time. They wanted to engage in the evaluation, and 

were able to use the methods offered to visualise their feelings, to reflect on support 

they needed and to comment on what they would like to achieve if support were to be 

provided. Young people and adults were able to give real insight and understanding 

about how their autism/Asperger syndrome impacts on them and their ability to engage 

with other people and activities.  
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The researcher (Susy Ridout) successfully engaged the participation of adults (post 18) 

and teenagers (16-18), and feedback from individuals highlighted the importance of 

offering mixed-methods over an appropriate time span. This encouraged people with 

differing preferences of expressing themselves and provided some opportunity for them 

to deal with anxieties that might arise around how they wish to engage in the activity 

and when, thus providing a more accurate record of their views. This points to an 

important area for future development in terms of implementing Fulfilling and Rewarding 

Lives (2010) and engaging with service users as the methods used showed potential for 

future development. The fact that service users contributes is a major finding of this 

study and shows that if methods are used which recognize their difficulties in expressing 

their opinions, people on the autism spectrum can and should be effective advisors. 

 

In terms of the support service, there were 11 staff involved with the IDS 16-18 Autism 

pilot:  

 IDS manager (overseeing and managing the pilot) 

 Operations manager (co-ordinating, meetings, engaging staff, administration) 

 Transitions Co-ordinator (administration and support worker) 

 5 additional support workers 

 Advisory team (the 3 team members from the Adult Autism and Asperger 

Service) 

The team offered an initial assessment of support needs and then support for a period 

of time ranging from October to March depending on when the young person engaged 

with the service and the support need(s) and goals identified. Support was available for 
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each young person for a maximum of 3 hours per week, and in the majority of cases 

occurred at evenings or weekends due to college commitments. 

 

In contrast, the Adult Autism and Asperger Service had a manager and two support 

workers who dealt with all aspects of this support service for adults. They had over ten 

times the number of clients as engaged in the IDS 16-18 Autism Pilot, and had 

intermittent administrative support. Both teams were extremely committed, yet 

encountered considerable difficulties as colleagues in other key services are not 

sufficiently trained in autism awareness.  

 

Since its initiation in 2009, the Warwickshire Adult Autism and Asperger Service has 

supported 80 adults (aged 18 +) in 4 key areas:  

 managing anxiety and depression  

 accessing the community 

 employment/benefits  

developing independent living skills.  

 

The IDS 16-18 Autism Pilot provided support in 7 key areas: 

 getting out into the community 

 managing anxiety and stress 

 relationships 

 employment 

 looking after yourself 

 new activities 

 funding new activities (through the Individual Budget Pilot) 
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The pilot support model implemented with the 16-18 year olds was successful in 

recruiting 7 young people. One of these young men said: 

‘I found it very helpful and do not think I would be doing the activities I’m 

accessing without the support’. 

 

The areas that young people found most useful were: 

 help accessing and engaging in activities 

 school support 

 managing anxiety 

 building confidence 

 accessing information 

 discussing their needs (present and future) 

 

Families and carers of young people and adults on the autism spectrum highlighted that 

many have support needs directly related to frustrations and stresses concerning the 

current support needs and the future of their family member(s). They reported that they 

often feel overwhelmed by inconsistent and poorly targeted support: and that provision 

of support needs to be clear and co-ordinated: 

I feel there are too many ‘satellites’ (my word) for the various organizations 

dealing with disadvantaged teenagers’ (carer of a 17 year old on the autism 

spectrum). 

 

Many felt that the responsibility for support rests predominantly on the shoulders of 

parents and carers, and that the balance needs to be addressed, in line with ‘Fulfilling 

and Rewarding Lives (2010): 
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‘We as carers (parents) feel we are being ignored. We have the stress that it 

all entails, but nobody does anything for us’ (parent of an adult on the autism 

spectrum). 

 

‘A member of the team supported my son to complete a job application and 

attend a job interview, which he would have been unable to do without 

support…’ (parent of an adult on the autism spectrum). 

 

Conclusion 

The support model being provided to adults is appropriate for young people (16-18), 

although consideration needs to be taken into account as to how to involve 

parents/carers. The time frame did not allow support workers to explore anxieties 

experienced by young people in depth, or issues related to planning for the future and 

independent living, including employment opportunities. These were two key support 

areas for adults, and there was clear indication that intervention at an earlier stage with 

young people would be more cost-effective in the long-term. This was evidenced by 

comparing the data provided from the two support services, and an example of this is 

where assisting young people to access activities and relevant and appropriate 

employment would help combat the reported isolation experienced by adults and a 

reliance on more costly support provided by the benefits system and mental health 

teams. 

 

The importance of the in-depth information readily provided when individuals on the 

spectrum and their parents/carers were offered an opportunity to express their views 

should not be ignored. People on the autism spectrum often need more time to engage 
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in consultation activities, and this was reflected in the overall numbers of participants. 

Nevertheless, the methods used offer plenty of scope for further exploration in the 

process of consulting with individuals on the autism spectrum and their families and 

carers to provide appropriate services. 

 

Establishment of a management partnership, between IDS and the Adult Autism and 

Asperger Service, led by IDS and involving the Transitions Co-ordinator. The support 

service for the 16-18 year olds should be developed working to the strengths that exist 

within both the IDS and the Adult Autism and Asperger Service. The strengths of each 

team compliment those of the other, and would enable Warwickshire to build a 

seamless service provision for people on the autism spectrum. Both teams have skilled, 

focused and committed staff, and they need to have a clear lead with sufficient time and 

support to develop this service and build on the strengths that already exist. The 

demand for the adult service and the extent of the support required is a clear indicator 

that preventative support at an earlier stage is essential in helping people on the autism 

spectrum achieve their chosen lifestyle, living as independently as possible.  

 

There is a clear need for a support service of this type; a service that takes note of the 

time it takes individuals on the autism spectrum to engage in support, build good 

working relationships with staff, and learn new skills. There is a clear need to recognise 

the very real skills that individuals with autism have to offer, and to include them in all 

aspects of community life. Most importantly, there is a need to take the time to ask and 

listen to the voices of individuals and families affected by autism, to understand their 

needs and to act accordingly. Warwickshire is well-placed to do this. Consistent support 
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now needs to come from the Local Authority and Health Services by recognising that it 

is more cost-effective to train staff in autism awareness across all services to implement 

the requirements set out in Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England (2010) and provide support for the many people on the autism 

spectrum with different skills and abilities who are able and willing to contribute to 

society. 
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1 Introduction and Context 

1.1 Background 

1.1.1 The Context 

Warwickshire is working towards an agreed pathway for assessing the needs of people 

on the autism spectrum, and the learning disability team has responsibility for providing 

assessment and care management for people on the spectrum whether they have a 

learning disability or not. The exception to this relates to cases of significant needs or 

where individuals are currently receiving treatment for mental health difficulties. This 

process appears to be working well, and a fair amount of collaborative work takes place 

between mental health and the learning disability team on some of the more complex 

cases.  

 

Individuals at the higher end of the spectrum generally tend to fair less well. Those with 

high functioning autism (HFA) and Asperger syndrome (AS), unless they are engaged in 

particularly risky behavior, often do not meet the criteria for support and in the past, 

have been limited to information and signposting. We do know, however, that many of 

these people come back into service at a later date (and usually at increased cost, both 

emotionally and financially) as family relationships break down or they develop mental 

health difficulties. 

 

Just over a year ago, the Warwickshire team developed a service for adults (post 18) on 

the autism spectrum to provide short-term support to individuals at the higher end of the 

spectrum, with the aim of preventing individuals’ needs increasing to a level where they  

 



19 
 

would require social care support or mental health intervention. The service was 

designed from the ground up with the active engagement of service users and carers, 

and has been very successful. To date, the service has provided support to over 80 

people who would not have otherwise received support. 

 

A successful funding bid by Warwickshire to central government (Aiming High for 

Disabled People) enabled them to establish a pilot support project for young people (16-

18) on the autism spectrum. With funding in place until the end of March 2010, the 

Warwickshire team asked the Autism Centre for Education and Research (ACER) to 

support them in researching whether the model of preventative support used by Adult 

Services can be effective in supporting younger people (16-18). Findings would be used 

to inform the further development of the model for young people and to help them to 

build effective support networks which may make it less likely that they require 

traditional health and social services later.  

 

1.1.2 Prevalence of Autism  

The prevalence of autism is still being determined. With the advent of the Autism 

Strategy, Fulfilling and Rewarding Lives: the strategy for adults with autism in England, 

(2010), placing a responsibility on Local Authorities to develop a diagnostic pathway for 

adults in their area, professionals and individuals are becoming more aware of cases. 

Figures reported among children (Baird et al., 2006) are 38.9 per 10,000 as regards 

autism, and 77.2 per 10,000 in relation to other diagnoses on the autism spectrum. 

 

More recently, the AET (2011) have stated that there remains a lack of clarity about 

prevalence in both children and adults both regionally and nationally. This is impacted 
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upon by a number of factors: firstly, the different people involved in diagnoses and the 

skills they have to diagnose; secondly, differing terminology employed; thirdly 

assessment tools and methods used in order to diagnose. 

 

Warwickshire, with a population of around 536,000 (Warwickshire Observatory), is still 

building a picture of prevalence figures, but the nature of autism is such that, many will 

develop their own coping strategies (and some of these will not access services as they 

are not FACS eligible), and will not have a correct diagnosis or will have no diagnosis.  

 

Adults: prevalence figures in Warwickshire to date comprise the 85 people who are 

known to the team; prior to the support service being established, there was no record. 

It is sensible to note, that many adults on the spectrum will also sit in mental health 

services with a primary mental health condition or incorrect diagnosis and some 

currently have no diagnosis. The cost implications of this are enormous and are 

discussed in further detail in section 1.5. Reasons for this are provided throughout the 

data analysis in section 3 and discussed in section 4. 

 

Children/young people: prevalence figures have been gathered for children 0-14 and 

they are becoming more accurate still as children pass through adolescence to 

adulthood. 

 

Carers: to date, the number of family carers is still unknown. 
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1.2 The Evaluation Team 

1.2.1 ACER (Autism Centre for Education and Research) 

ACER is a leading research body in the UK, and staff and students focus on research 

and teaching on the education and care of people on the autism spectrum. Expertise, 

held by members of ACER, span the fields of health, social services and education and 

embrace the statutory, voluntary and independent sectors, and our ethos is person-

centered. Research and training takes place locally, nationally and internationally where 

we encourage collaborative working with people on the spectrum, their families and 

carers, and service providers. ACER is working towards the development of relevant 

and appropriate policies and practice and interacts with service users and practitioners 

to achieve this, and we welcome people affected by autism to all areas of our research. 

The ACER team has been involved in evaluating work with other organisations, see 

http://www.webautism.bham.ac.uk and conduct a variety of research projects that 

evaluate interventions.  

 

Three members of the ACER team have been involved in the evaluation of the 

Warwickshire Adult Autism and Asperger Service model. Dr Karen Guldberg has a 

background working as a teacher in special and specialist schools (where she 

specialized in working with children on the autism spectrum), and also as an outreach 

teacher to support teachers in mainstream schools. She runs a web-based course for 

practitioners and carers of individuals on the spectrum at the University of Birmingham 

and conducts research on interventions, including a number of research projects 

examining educational interventions and training needs of practitioners. Karen has 

overseen the development of the report. Andrea MacLeod has a background working in 

adult services with the voluntary sector before coming to the University of Birmingham 

http://www.webautism.bham.ac.uk/
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to run the Autism Adults course. She has also led the development of an AS online 

portal for students at the University of Birmingham and is currently conducting research 

on the support needs of adults on the autism spectrum in Higher Education. Andrea has 

advised on the context of the evaluation and read and advised on specific aspects of 

the draft and final report. Susy Ridout is a PhD student supervised by Dr Karen 

Guldberg and in her third year of study researching service provision for young people 

(16-25) with Asperger syndrome; she is a carer for family members on the autism 

spectrum. Susy is investigating methods for accessing the voice of young people in this 

sample, and following findings from a pilot study in Birmingham, has designed the tools 

for the evaluation using a mixed methods approach incorporating visual material to 

enable participants to understand the topic under investigation and express their needs 

accordingly. Susy analysed the data and compiled the report.  

 

The table below summarises the role of the ACER team and outlines the specific aims 

of the research. 
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The role of the ACER team in respect of the evaluation of the Warwickshire 

support service for people on the autism spectrum 

 

 develop a research design in partnership with the Warwickshire team, identifying 

the selection of existing data 

 design the research tools 

 analyse the data 

 provide a set of recommendations based upon the evidence 

 support the whole team to write a joint publication for: 

a. a peer reviewed journal 

b. a professional journal  

      

Specific aims of the research 
 

  

 Gather quantitative and qualitative data on the users of the current model and to: 

a. identify whether the model meets current gaps in service; 

b. identify the support needs of this group; and 

c. explain how those needs have been met through the current model 

 Ensure that analysis of the above data informs the team in the development of 

the service for the 16-18 age-group 

 Evaluate the 16-18 age-group model, with the view to identifying their specific 

needs and the kind of service that can be of use to them, including whether they 

have distinct support needs that are additional or different from the older age 

group 

 Evaluate whether the model meets the needs of the users 
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1.2.2 Warwickshire Adult Autism and Asperger Service 

How it all Started 

Sometime around the winter of 2009, Warwickshire’s Service Delivery Manager, 

attended a meeting with a group comprising parents and people with AS. This was an  

initial response to the group expressing their anger at a lack of services for adults on the 

autism spectrum both locally and throughout Warwickshire generally. 

‘...that piece of work was to go into a very angry room really, and try and convince 

people that I was there for the long term, and would try and work with them to sort 

something out. But to do that, they really had to put the past behind them and start from 

now’.  

 

This response by parents and people on the autism spectrum is not an isolated one, 

and it resulted in the first consultation of its kind with adults on the autism spectrum and 

their parents/carers and focused on the exact nature of their needs. So what did this 

group really have to say about their support needs? 

‘…I got a lot of fairly normal stuff coming out really, around employment, around holding 

down college places, about keeping a job once you’d got it, about social interaction with 

people, and places to meet people.’  

 

From this conversation the support service was born; it was a service which was 

established for the people in the region who are not FACS eligible and for whom, as a  

result, there is no statutory service provision. 
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Possibly the most striking, and yet to many, predictable nature of the service needs 

expressed by adults on the autism spectrum at the meeting, is that they are the needs 

of many adults regardless of age, gender, sexual orientation, disability, ethnic origin or 

religious orientation. Similarly, many parents/carers expressed concerns around 

identical issues. They are issues that reflect the very fabric of what adults are about.  

 

The difference is the nature and emphasis of the support reflecting the make-up of 

individuals on the autism spectrum. 

 

The service is still developing, and Warwickshire Adult Autism and Asperger service 

maintains a focus on 5 key questions:  

 
Key questions for Warwickshire Adult Autism and Asperger Service 

 
  

1. Who are the people we are talking about? 

2. How many people are we talking about? 

3. What are their different needs about these same issues for this specific group:   

adults on the autism spectrum and their families/carers? 

     4.    What adjustments (in line with legislation) need to be made to services? 

5. What shape will this service provision take? 

 

1.2.3 Warwickshire Integrated Disability Service 16-18 Autism Pilot 

Identifying a Need 

The Integrated Autism Service (IAS) sits within the Integrated Disability Service (IDS) 

within Children’s Services and comprises teachers, specialist teachers, inclusion 
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assistants, social workers, occupational therapists and specialist Connexions staff. The 

IAS is geared towards enabling children on the autism spectrum to remain in school by 

supporting the individuals, schools and helping to prevent family breakdown. However, 

a gap in service provision had been identified by IDS management in respect of young 

people who are not in school as they do not fall easily into this service. Specifically, 

young people who had left school and gone to college, and those who were NEET had 

no support. Some were on the waiting list for adult services, but were not eligible for 

support until they had reached 18 years of age: 

‘…it was a matter of looking at what we could do, what we could put in place…what kind 

of support it was that they actually needed when we spoke to the young people and 

their families’. 

 

Management were concerned that this gap in support contributed to problems for young 

people on the spectrum in adult life: 

‘…we were really interested in looking at whether, by providing some support at an 

earlier stage, we were able to prevent referral at a later stage to adult services’. 

 

The evaluation of the support service model for adults on the autism spectrum in 

Warwickshire was considered to be an effective starting point for addressing this gap in 

services for young people aged between 16 and 18. 
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1.3 Legislation 

1.3.1 Autism Act 2009 

Building on the Bill brought by Cheryl Gillan MP, the Autism Act (2009) showed the 

commitment of government to review the way in which public services support adults on 

the autism spectrum. It placed two key duties on the government, namely: 

1. To produce an adult autism strategy for England by the end of March 2010. 

2. To produce statutory guidance for local authorities and health bodies by the end 

of December 2010.  

 

1.3.2 The Autism Strategy 

‘Fulfilling and Rewarding Lives’: The strategy for adults with autism in England 

(2010) 

The strategy set out clear aims in order to work towards an autism-friendly society, 

where acceptance, understanding and inclusion are implemented to assist individuals 

on the spectrum live fulfilling and rewarding lives. Five key areas were highlighted 

towards the achieving of these aims: 

1. Raising awareness and understanding of autism, and in particular, among 

frontline professionals. 

2. The developing of a clear diagnostic pathway in every area and accompanied by 

the offer of an individual needs assessment. 

3. Assisting individuals to live independently in their community by improving 

access to services for adults on the autism spectrum. 

4. Improving work opportunities for adults with autism. 

5. Enabling local partners to plan and develop appropriate services for adults with 

autism to meet identified needs and priorities. 
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1.3.3 Delivery Plan 

In order to assist with the implementation of the strategy, this plan set out timescales, 

deadlines and milestones and created governed bodies who would act as watchdogs in 

terms of steering the development of the strategy and monitoring its progress. Overall 

responsibility was passed to The National Adult Autism Strategy Programme Board 

which has The Delivery Group reporting to it. 

 

1.3.4 Autism Statutory Guidance 

The Statutory Guidance draws the Autism Strategy into four key areas: 

1. Autism Awareness Training to be available to everyone working in health and 

social care and which: 

‘…must lead not only to improved knowledge and understanding, but also to 

changing the behavior and attitudes of health and social care staff’. 

2. Development of a clear diagnostic pathway accessible to all, and which enables: 

‘…adults with autism to access the services and support they need’. 

3. Planning of services in respect of the transition from being a child to becoming an 

adult. 

4. Local planning and leadership in relation to the provision of services for adults 

with autism. 

‘…in part that means the development and delivery of specialist or dedicated autism 

services in response to locally identified needs and priorities, it also reflects the need 

for public services to be more effective and more personalized for adults with 

autism…’ 
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1.3.5 Structure for the Implementation of The Statutory Guidance 

                                                   

A. Providing overall programme 

governance 

  

  

B. Reporting to the National Adult Autism 

Strategy Programme Board    

 

  

C.  Overseeing progress at a regional level;      

 working closely with local leads 

 

  

 

D. Established by the Statutory Guidance 

 

 

(Marie Tidball, AWM 2011) 

 

 

 

 

 

 

 

The National Adult Autism 

Strategy Programme Board 

The Delivery Group 

 

DoH Deputy Regional 

Directors of Social Care and 

Partnerships 

Local Leaders 

 

Local Autism Partnership 

Boards 
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1.3.6 Equality Act (2010)  

The Equality Act (2010) brings together the different legislations that have been  

introduced pertaining to protected characteristics stating that they should seen as of 

equal value. The named characteristics are: 

(a) age; 

(b) disability; 

(c) gender reassignment; 

(d) race 

(e) religion or belief; 

(f)  sex; 

(g) sexual orientation. 

Prior to this piece of legislation, the Disability Discrimination Act (2005) introduced a 

requirement for services to make reasonable adjustments for disabled people in terms 

of access and the delivery of services. The Equality Act (2010) expanded on this by 

adding an anticipatory duty to public sector services; this concerns services developing 

an understanding of barriers faced by disabled people and acting on it in advance of 

them using a service; there now exists a responsibility to establish services accessible 

to a society which comprises all of the above characteristics.  

 

The anticipatory duty is of specific importance to people on the autism spectrum when 

we consider the range of barriers faced by them due to their individual challenges, and 

the legislation covers, among others, education, health, housing and employment 

sectors which are mentioned in the Autism Strategy as areas where individuals 

experience particular difficulties. 
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The Equality Act (2010) also acknowledges combined discrimination; this is 

discrimination on the grounds of two or more of the characteristics mentioned above. It 

is important as it reflects the different identities to which individuals subscribe and 

places a responsibility on the public sector to provide appropriate services in relation to 

this. With the advent of the new legislation specifically relating to autism, it is crucial that 

we do not lose sight of the multiple identities that people have; these identities may 

inter-relate and even change throughout the course of our daily lives. Recognition of 

these identities is important when implementing Fulfilling and Rewarding Lives: the 

strategy for adults with autism in England (2010), as it enables us to look at the multi-

faceted components of individuals and facilitates the process of establishing appropriate 

services. In addition to this, the training of staff who provide services to adults with 

autism (a key element of Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England, 2010) needs to look to the make-up of the whole person, the 

characteristics mentioned above, in order to develop relevant and inclusive services. 

 

1.3.7 Fair Access to Care Services (FACS)  

FACS guidance (2002) is used by Councils’ social services departments to help them 

assess people’s support needs, and this is different to support provided by local health 

bodies. FACS guidance provides a framework against which, councils decide who is 

eligible for support in order to maintain their independence.  

The guidance sets out four levels of risk, namely:  

A. Critical: there are immediate risks to your safety and independence. 

B. Substantial: there are significant risks to your safety and independence. 

C. Moderate: there is some risk to your independence either now or in the near 

future. 
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D. Low: there is little or no risk to your independence. 

 

Currently, Warwickshire County Council funds support for people with a substantial or 

critical risk to their safety, independence or wellbeing (A or B). People who are 

assessed as being in categories C or D should be provided with information about 

support they can obtain from the community, and the council should provide information 

and advice around housing, benefits and debt. This assessment pays attention to 

individuals and their carers, and an assessment can be done in respect of the 

needs of either or both. 

 

Under this criteria, many individuals at the higher end of the autism spectrum (with 

HFA/AS) were unable to access support. In line with Fulfilling and Rewarding Lives 

(2010) and following guidance, Warwickshire County Council has an appointed an 

autism lead, and together with the Adult Autism and Asperger Team that he leads, a 

support service was established for people who needed support but did not meet the 

FACS criteria implemented by Warwickshire Council. 

 

1.4 Warwickshire 

1.4.1 Warwickshire’s Position in Relation to the Autism Strategy  

Warwickshire is currently one of only two social care teams in the country, and the 

general picture of where they are in regards to Fulfilling and Rewarding Lives (2010) is 

amber, with several areas having been achieved and which are, therefore, green. This 

compares favourably with the national profile in relation to implementation. 
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In line with Fulfilling and rewarding Lives (2010), Warwickshire can claim the following: 

Achievements 

 Warwickshire has an appointed autism lead for the commissioning of community 

care services for adults in the region. 

 

 A Partnership Board, developed from a countywide autism interest group, meets 

regularly. It has responsibility for commissioning plans around services for adults 

with autism, and this is reviewed annually. 

 

 The IDS have a Transitions Co-ordinator whose remit is to improve the 

experience of transition for young people with autism.  There is also a Multi-

agency Transitions Group working on transitions across all areas.  

 

 IDS and Adult Services continue to work on improved information and advice for 

people on the spectrum and their carers in the knowledge that they are still 

building on prevalence figures in the region.  

 

 Autism awareness training is being implemented through presentations to local 

teams, at nationwide high profile autism events, and to customers and their 

carers via support groups and individual work. Importantly, customers and carers 

are being involved in delivery. 

 

 Training has been improved among staff working in health and social care in the 

form of group supervisions and has included input from customers with autism. 

 



34 
 

Areas requiring urgent attention  

 Development of a diagnostic pathway is still being addressed. Currently, this is 

the area which lets Warwickshire down as regards Fulfilling and Rewarding Lives 

(2010) since diagnosis opens the opportunity for an assessment under the 

Community Care Act (1990). The recently-published NICE guidelines require 

urgent action, and this area needs to be PCT driven. 

 

1.5 Literature Review: setting the context 

With autism-specific legislation firmly on the agenda, professionals are now directed to 

work jointly with individuals and families affected by autism, and to provide solutions to 

what are now widely-reported areas of need. In so doing, the uniqueness of each adult 

on the autism spectrum should be acknowledged and inform this planning of future 

services (Graetz, 2010). 

 

An increasingly detailed picture has been constructed over the last decade concerning 

the economic cost of autism in the UK (Jarbrink and Knapp, 2001; Knapp et al., 2009) 

reporting the average lifetime costs for a person with HFA as £785,000 and for a person 

with autism and a learning disability the figure rises to £2.94 million. 

 

A picture of two broad areas has been constructed to date: service use, and costs for 

time and productivity losses for people with autism and family members supporting 

them. These figures make a substantial case for investigating ways to improve services 

and provide support to individuals on the autism spectrum and their families/carers at 

the earliest stage possible. 
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The detail of each of these cost areas, together with feedback from individuals on the 

autism spectrum and their families, has underpinned the Autism Act (2009) and ensuing 

Autism Strategy: Fulfilling and Rewarding Lives (2010) with its four key areas as 

outlined in the Statutory Guidance and directions emerging from the recent NICE 

guidelines (2011). In addition, this legislation is underpinned by the Equality Act (2010) 

with a responsibility on public sector bodies to make reasonable adjustments, and which 

also places an anticipatory duty upon them. 

 

Opportunities and support for adults with autism and their families have been found to 

be wanting in the areas of socialisation, employment and residential living, and 

opportunities decrease among those who are more seriously challenged by their autism 

(Graetz, 2010). This lack of opportunity impacts greatly on the quality of life  

experienced, resulting in less than a quarter of individuals living independently and well-

supported by service providers (Howlin et al. 2004). More recently, however, Eaves and 

Ho (2008) reported an improvement in opportunities although provision for adults has 

not developed as successfully as children’s services, frustrating many families and 

individuals. It has been proposed, that by providing effective services, factors 

influencing the quality of life of people on the autism spectrum will be improved (Plimley, 

2007). 

 

Social care is recognised as a major support need for people on the autism spectrum, 

and so the training of social workers is of paramount importance; it is essential that they 

understand the challenges faced by individuals and their families in order to implement 

accurate assessments (Preece and Jordan, 2007). 

 



36 
 

Challenges faced by people on the autism spectrum due to their personal reactions or 

those of others can lead to or be accompanied by secondary challenges; among those 

mentioned as areas for additional support are communication skills, affective disorders, 

anxiety, depression and behavior disorders (Tantum, 2000; Ghaziuddin et al., 2002). 

Anxiety and sources of stress, often linked to fixed behaviours and a need for routines 

can be as much as three times higher than those experienced by neuro-typical 

individuals (Gillott and Standen, 2007); along with other mentioned disorders, these 

may pose a considerable threat to self-esteem and confidence in general, and 

successful solutions may also warrant family interventions.  

 

People with autism do not operate in isolation from others, so there is a need to 

consider how autism impacts on the family as a whole. Parents report dissatisfaction 

concerning information given at the time of diagnosis (Howlin and Moore, 1997), and 

following diagnosis as their needs concerning information change over time (Osborne 

and Reed, 2008). Parental emotional distress frequently results due to a lack of positive, 

accurate and accessible information concerning obtaining a diagnosis and how to obtain 

further information and support for the individual and the family as a whole (Hare et al. 

2004). One area of service provision, support groups, has a mixed reception, with 

attendance by parents dwindling as the child with autism grows up; this may reflect a 

need to reassess the nature and content of this support.  

 

The coping strategies used by siblings of people on the autism spectrum, has been 

described by Orsmond et al. (2009). Whilst adolescent coping strategies tend to focus 

on dealing with negative emotions resulting from stress, and demonstrate a more 

positive experience of shared activities when their brother/sister on the spectrum 
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manifests fewer behavior problems, adult siblings are more concerned with reducing the 

effects of stressful events by problem-solving. This highlights a need for various 

approaches in respect of sibling support. 

 

Anxieties experienced by people on the autism spectrum, are often expressed in 

repetitive behaviours which impact on their success at making friends and frequently 

result in increased feelings of social loneliness (White and Roberson-Nay, 2009). The 

range of social challenges experienced by individuals (isolation and a lack of quality 

social interaction, communication, intimacy and social connectedness, a sense of 

community, and social and self-awareness) do not reflect a lack of desire; individuals 

are able to describe their difficulties and although they may understand what constitutes 

a friendship and how to make friends, they may require support to develop the skills in 

order to put this knowledge into practice (Howard et al., 2006; Muller et al., 2008). 

However, approval is generally considered to be more important to adolescents with 

autism than their competencies (Williamson et al., 2008). 

Solutions provided by individuals on the spectrum to the specific social challenges 

affecting them included well-structured activities, possibly in dyads or small groups, 

involving a shared interest; these encouraged interaction, whilst not being overwhelming 

(Muller et al., 2008). Individuals were also keen to include their views around dealing 

with anxiety and reducing stress; self-initiated approaches such as physical activities 

(e.g. yoga, hiking, and rollerblading) creative activities (e.g. playing an instrument or 

role-playing games), spiritual practice (e.g. meditation or practicing a religion and being 

part of the associated group) and time to spend alone to balance social interaction, 

were regarded as helpful and legitimate coping strategies. Communication also featured 

as a need requiring specific support in terms of instruction around alternative styles to 
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reduce the stress of face-to-face conversation (e.g. social networking via the internet), 

interpreting social cues and explicit communication (e.g. being clear and specific or 

breaking tasks into component parts). 

 

Negotiating the education system can provide considerable difficulties for families and 

individuals on the autism spectrum, and information around education options, obtaining 

a statement, transport, and bullying are key areas to address (Barnard et al., 2001). 

Strategies such as Social Stories (Lawson, 2001) and ‘Circle of Friends’ (Gus, 2000) 

have been highlighted as being of value in supporting both peers and individuals with 

autism alike, and in particular in relation to dealing with bullying. 

 

Employment is a key area where individuals on the spectrum face considerable 

difficulties, with few opportunities reflecting their skills and interests and ability to earn a 

reasonable income (Howlin et al., 2004). Many individuals also experience high levels of 

bullying by colleagues or managers (Veasey, 2011), and this is frequently accompanied 

by a general lack of awareness of autism resulting in insensitive and inappropriate 

employment strategies (Barnard et al., 2001). The employment scheme Prospects, 

dealing specifically with the needs of higher-functioning people with autism or Asperger 

syndrome, demonstrates considerable success in respect of successfully finding 

appropriate and relevant employment for individuals and supports them in maintaining 

work, acquiring improved salaries and raises awareness among managers and staff in 

general (Howlin et al., 2005); currently, Warwickshire inhabitants do not have access to 

this scheme. 
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Central to Fulfilling and Rewarding Lives (2010) is the notion that service providers will 

work in partnership with people on the autism spectrum; valuing the perspectives of 

individuals on whom services impact is considered key to establishing appropriate 

services (Billington, 2006) and this is now firmly on the agenda. Principally, this 

approach needs to acknowledge the range of preferences employed by individuals to 

express themselves reflecting effectively the concepts of inclusiveness and fairness 

important to them (Hill, 2006), and that this is particularly important around times of 

transition (Cameron and Murphy, 2002). An aspect of the user’s voice to be recognised 

is their right to remain silent, and that this silence, in itself should be interpreted and 

reported on in a way that acknowledges that it may be expressing many views (Lewis 

and Porter, 2004; Lewis, 2010). 

 

By including the voices of individuals on the autism spectrum in the development of 

services, a more accurate picture of their needs emerges. Whilst this picture may 

include negative perceptions held by them as a direct result of being given support 

which fails to embrace diversity (Humphrey and Lewis, 2008), it is only when these 

views are included that we can begin to celebrate and tap into the wealth of skills and 

potential contributions held by valuable members of our society: people on the autism 

spectrum. 

 
2 Evaluation Methodology 

The methodology involved collecting data from staff (interviews) in order to provide a 

context, before asking service users (questionnaires, narrative diaries and 

photomontages) and parents (questionnaires and narratives) for their views. 
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2.1Ethical issues 

People on the autism spectrum are a potentially vulnerable group, and so care was 

taken to provide detailed participant information about the purpose and nature of the 

evaluation and a consent and right to withdraw form to all participants on the autism 

spectrum, parents/carers and staff involved. 

 

2.2 Staff 

2.2.1 Adult Autism and Asperger Service (adults post 18) 

This sample was made up of three people: 

 Service Delivery Manager (Learning Disability Local Commissioning) 

Warwickshire Adult Health & Community Services  

 2 Service Brokers 

 

2.2.2 IDS 16-18 Autism Pilot  

The team for the pilot project comprised 9 people: 

 Service Development Manager (IDS) 

 Operations Manager 

 Transition Co-ordinator 

 5 Short Break Workers 

 Autism Inclusion Assistant 

In addition to these team members, the adult team acted as a support and advice team 

in respect of the implementation of their service model. 
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2.2.3 Interviews (adult team) 

The interviews were carried out with individuals and then with the team as a whole in 

order to pursue in more depth specific themes that had emerged. The interviews were 

semi-structured to enable staff to focus on five key areas (assisted by prompts) whilst 

allowing them to provide any additional information which they considered important. 

Questions were informed by documents provided to the evaluation team by 

Warwickshire management together with information provided in pre-evaluation 

discussions.  

 

2.2.4 Interviews (16-18 team) 

The interviews took the same format as those with the adult team. Due to their workload 

three of the team were unable to make the group session, however, one of the adult 

team (in the role of advice and support worker to this team) was able to attend. 

 

2.2.5 I have a story to tell (adult and 16-18 teams) 

This element was introduced to access additional information from staff. The evaluation 

team was interested in stories that were being told by staff about the support service, 

and decided to ask each member to provide one story that they considered to be an 

important element of this support service. Staff either provided this story verbally at the 

individual session, or in writing. 

 

2.2.6 Case Studies (adult and 16-18 teams) 

Staff from both teams, write reports as a regular update of their work, and one which is  

key to justifying the support service. These take the form of case studies and: 

 illustrate the breadth of needs demonstrated by service users 
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 demonstrate the successes of both services. 

 

2.3 Service users 

Post 18 sample 

The sample comprised 85 people who had been in contact with the Warwickshire Adult 

Autism and Asperger Support Service, and at the time of the evaluation. 

 

16-18 sample 

This sample was made up of 7 young people who were already known to the IDS team 

due to the time constraints imposed by the funding and difficulty in engaging young 

people quickly. However, many more were contacted, but despite the expressed wish of 

parents for support for their child, the young people concerned chose not to engage. 

Reasons for this are detailed and discussed in sections 3 and 4. 

 

2.3.1 Service Users’ Questionnaire Survey 

The questionnaire was designed to access both qualitative and quantitative data. 

Questions were informed by the referral forms sent out to prospective service users 

along with other information concerning the implementation of the autism strategy in 

Warwickshire. The evaluation team was keen to include people with autism in the 

research process, and feedback on drafts of the questionnaire, and the accompanying 

participant information and consent and right to withdraw form was given by co-

researchers and young people and adults with Asperger syndrome.  
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Questionnaire Pack 

The questionnaire was sent to adult service users (post 18) who had accessed the 

Warwickshire Adult Autism and Asperger Support Service and to young people (16-18) 

who had accessed the Warwickshire IDS 16-18 Autism Project and was distributed by 

staff from both teams respectively.  

Contents included: 

 Participant Information 

 Consent and Right to Withdraw Form 

 Questionnaire 

 Leaflet about additional data collection/participation methods: narrative diaries 

and photomontage 

 SAE (to ACER at the University of Birmingham) 

 

2.3.2 Service Users’ Support Narratives 

The supportive narrative was an additional method offered to people from the above 

samples, and who had received support or were still receiving support from 

Warwickshire in respect of their autism. In essence, it was a diary activity that people 

could do individually, and sought to encourage people to express themselves in a way 

that was important to them. In addition, the evaluation team hoped that it would perhaps 

provoke less anxiety in that individuals could do this in a familiar place and without 

having to meet new people. 

 

A diary was given to each participant with a letter of explanation and they were given 

two weeks to complete it. They were encouraged to explore whatever methods they 
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chose to express their support experience, for example, writing, drawings, poems, 

photos and cut-outs from magazines or newspapers. 

 

2.3.2.1 My Support Story (adult service user) 

This was a story volunteered in the early stages of the evaluation by an adult service 

user. He has kindly given us permission to use his story to contribute to the data. 

 

2.3.3 Service Users’ Support Needs: Photomontages 

A third method was offered to engage participants from the above samples in an activity 

to access their views concerning their support. Whilst this was intended to be a focus 

group activity, most participants opted to do this separately with a member of the 

research team and someone to support them.  

 

One person came along with her mother, who was able to encourage her by reminding 

her of how specific events had impacted on her daughter. As some prospective 

participants were anxious about participating in this way, an additional option of 

accessing this activity through one of the support groups was explored. The evaluation 

team and Warwickshire staff kept at the forefront the need to be adaptable to service 

users’ needs in order to acknowledge anxieties and work towards maximum inclusion 

opportunities within given time limits. 

 

Participants were shown several photomontages and talked through the process: 

brainstorming, organising thoughts, choosing materials, arranging materials and the 

final product. They were encouraged to think what message they wanted to get across 

and who they wanted to see the photomontage. 
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2.4 Parent/carers 

Post 18’s 

The sample comprised 85 parents and carers of people who had been in contact with 

the Warwickshire Adult Autism and Asperger Support Service. 

 

16-18’s 

The sample comprised the 7 parents and carers of the young people who had 

participated in the IDS 16-18 Autism Project pilot. 

 

2.4.1 Parents’/Carers’ Questionnaire Survey 

As with service users on the spectrum, this questionnaire survey aimed to access both 

qualitative and quantitative data and provided an opportunity for people in this sample to 

comment on the support of the individual on the spectrum in addition to how it impacted 

more generally in the family setting. 

 

Questionnaire Pack 

This comprised: 

 Letter 

 Consent and Right to Withdraw Form 

 Questionnaire 

 SAE (to ACER at the University of Birmingham) 

 

2.4.2 Parent’s Story 

Two very different support stories were kindly provided by parents as examples of their 

experiences in relation to support received by their sons. 
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3 Analysis of Data 

3.1 Staff Interviews 

3.1.1 Warwickshire Adult Autism and Asperger Support Service (3 team members) 

Emerging Themes  

The semi-structured interviews led to the emergence of 10 themes and related points. 

3.1.1.1 Ethos of the Service 

 

•What can I get out of the community'? 

 

•Helping people who don't met FACS criteria 

 

•Stop reliance on care packages 

 

•Don't lock people into a system with a 
social worker 

 

•Help people 'shift obstacles and remove 
barriers' 

 

•Manageable, stepped approach to 
problem-solving 

 

•Maintain support network with families 

 

•Re-referral process 

 

•Open door policy 

 

•Joint working with other service providers 

 

•Building data bases of community 
resources 

 

•Networking 

Ethos 
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3.1.1.1.1 What can I get out of the community? 

The ethos of the service is focused around: 

‘…what can I get out from the community to support these people?’  

 

In its current format, the Warwickshire Adult and Asperger Support Service functions  

with only staff as a resource. The two staff, service brokers, involved do not come with 

any money; consequently there is no option to buy a service. Staff are enthusiastic and 

committed and have been successful at working creatively when supporting service 

users: 

‘[the two service brokers] have kitted out houses using Freecycle to a cracking 

standard, you know. And again this is because there’s no money’. 

 

It is this creative approach which is at the very heart of their service delivery; it enables 

value for money in an economic climate low on resources, and ultimately, it allows 

individuals with autism to become more independent: 

‘I think it’s [the service] much more sustainable, and it’s a much more enabling sort of 

way of working with people, and a much more natural way. The other way is easy, 

really, but in being easy it just disables people’. 

 

3.1.1.1.2 Helping People Who Don’t Meet FACS Criteria 

Staff engage with services such as Citizens’ Advice Bureaux, alcohol and drug services, 

job centres, libraries, and housing services linking adults with autism to the support that 

they need. They are often the listening ear, the understanding support worker who will 

simply accompany them or assist with a stepped approach to enabling their service 

users to access other services they require to live fulfilling and rewarding lives. 
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Families are also worked with: 

‘…making sure that that network doesn’t break down, so people have always got an 

alternative support network around them’.  

 

Essentially, the Adult Autism and Asperger Support Service is just linking in to what is 

already there, and it’s very simplicity is what points to cost-effective future 

developments. 

 

3.1.1.1.3 Stop Reliance on Care Packages 

Staff in the team are clear that, if this support service were not there, many individuals 

with autism would experience increasing and greater challenges in their everyday lives; 

challenges which might lead them to become increasingly dependent on more costly 

services: 

‘I’m sure some of these people would end up eligible for services if we were onto them 

long enough and making them even less independent than they are’. 

 

It is recognised that people with autism who receive support early on, are more likely to 

be able to lead fulfilling and rewarding lives. 

 

3.1.1.1.4 Don’t Lock people into a System with a Social Worker 

The team have found in talking to people with autism, that they wish to live as full and 

as independent a life as possible. The help they required did not cover unpredictable 

areas, and they did not wish to be part of a system in order to access this support: 

‘…I got…quite a clear steer that they didn’t want a social worker. They didn’t want 

somebody who was finding out about them and getting them on a system.’ 
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3.1.1.1.5 Help People 'Shift Obstacles and Remove Barriers’  

Many of the obstacles preventing adults with autism from living a successful life would 

be considered by many to be of little importance, but the evidence is clear that high 

sensitivity to specific situations, circumstances and sensations can be overwhelming 

and have a debilitating effect. Support in these areas can have a significant impact on 

people’s lives: 

‘…they wanted someone to help them move something out of the way that was in the 

way. And whether that was this very stressful visit to the job centre, or the fact that they 

got really anxious in Sainsbury’s….And they got so anxious and uneasy they’d run out 

rather than buying food.’ 

 

3.1.1.1.6 Manageable, stepped approach to problem-solving 

Listening to people with autism describe their experiences has demonstrated to the 

team that often the effect of these is greater than the experience itself, and that the 

small amount of support required in some cases has a considerable effect: 

‘If you sat down with people long enough and went through their needs, there were 

certain things that you could agree really held somebody back. And some of them 

weren’t huge things, but they affected the person at the time’. 

 

3.1.1.1.7 Maintain support network with families 

The challenges faced by individuals with autism may lead to family tensions. The 

support network provided by any family is invaluable in helping people function as 

confident and competent adults with a positive contribution to make in their 

communities: 
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‘…also doing some work around families, and making sure that that network doesn’t 

break down, so people have always got an alternative support network around them.’ 

 

3.1.1.1.8 Re-referral Process 

The other main aspect to the service ethos is that: 

‘…they are always welcome back into the service’. 

 

This aspect of the support service seems to be key to the successes achieved by the 

team, nevertheless demands are high. This poses a very real challenge for the team as 

staff training around autism awareness within others services is either limited or lacking. 

 

3.1.1.1.9 Open door policy 

In addition to the re-referral service, the team maintains an open door policy which is 

almost a security blanket for service users – they always have a friendly, welcoming and 

listening ear when they are heading towards a crisis or simply wish to let the team know 

that they are managing well and have had a good week: 

‘Fridays is a day for text messaging, and different people will just text us and say if 

they’re doing ok’. 

 

‘…just knowing that there is somebody there that they can contact, that will listen and 

that will help them and support them’. 

 

3.1.1.1.10 Joint working with other service providers 

From the start of the service, this appears to have been an area of difficulty: 
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‘When we first started, it was a signposting role, really….but it just didn’t work. There 

weren’t appropriate services to signpost to’. 

 

The team found themselves taking on more tasks then originally envisaged: 

accompanying people to job centres and helping with all aspects of the job-seeking 

process: 

‘…it just took a couple of sentences from me to say: ‘Well you know, this is how she 

might come across, but this isn’t the case’. And it changed quite a few opinions. 

 

assisting in employment tribunals to enable people to be understood by managers as 

valuable team players: 

‘I’ve been to tribunals with someone [on the spectrum] where they’ve been described as 

naughty or arrogant or rude, and it’s just people not taking into account what autism or 

Asperger’s is and why [the individual] is acting that way’. 

explaining challenges faced by individuals to housing services: 

‘She’s in an overcrowded house and needs to move out. She’s very depressed, and 

she’s registered with the council housing list, and they gave her a very low banding. I 

sent in a letter, I think it was a week ago, urging them to rethink it and explain it, and 

they’ve put her on top priority now’.  

 

The team provided many more examples where they have had to step in and provide 

support. However, as regards initial referral to the service, mental health and learning 

disability teams appear to be working well with the Adult Autism and Asperger Service: 
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‘…we get a referral through, we check, we do all our checks to make sure they have a 

diagnosis, to make sure that the referral is appropriate and that it’s not mental health 

teams that need to be aware or the LD teams’. 

 

3.1.1.1.11 Building data bases of community resources 

With the team working creatively to resolve support needs, this has had a constant 

effect on the information bank held by Warwickshire Adult Services in respect of 

community resources and contacts: 

‘I think within a couple of years there will be quite good data bases of community 

resources…built up’. 

 

3.1.1.1.12 Networking  

The importance of networking with other services has been outlined in the Fulfilling and 

rewarding Lives: the strategy for adults with autism in England (2010), and 

Warwickshire have been working hard to try to build an accurate picture of adults with 

autism in the region: 

‘I’ve been round all the mental health service user groups talking about the Strategy, but 

also around our service, and telling those user groups that if they find people they meet 

on a day to day basis who say they’ve got autism/Asperger syndrome, there is a 

service’. 

 

Word of mouth seems to be a particularly effective way of spreading the information 

about the support service: 

‘I’ve found mental health service users really supportive of that [being given information 

in this way]’. 
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3.1.1.2. Nature of the Service 

a. Initial Service Plan (eligibility) 

 

 

The service was initially around providing support to people with moderate or low level 

needs and who did not meet FACS criteria: 

‘In Warwickshire we work on a critical and substantial level. Anyone who meets 

moderate or low isn’t entitled to a service from Warwickshire County Council Social 

Services. So that was obviously a massive gap for people especially with autism when 

you’re looking at the way people are assessed’.  

 

b. Actual service (eligibility) 

 

 

It is nearly two years since the initiation of the Adult Autism and Asperger Service, and, 

led by the needs of service users, it has developed from a support service into a 

preventative service which provides advice and practical help to people aged 18+, living 

in Warwickshire and with a diagnosis of somewhere on the autism spectrum. The 

Over 18 
Living in 

Warwickshire   
Diagnosis on the 
autism spectrum 

Does not 
meet FACS 

criteria 

Over 18 
Living in 

Warwickshire 
Diagnosis on the 
autism spectrum 

May or may 
not meet 

FACS 
criteria 
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service is an essential safety net which stops people from going into crisis and 

subsequently becoming FACS eligible.  

 

As it has developed, it has prevented many people with autism from relying on long-

term care packages, and as such has proved to be cost-effective. 

 

c. Actual service (referral routes) 

There are three different routes into the Adult Autism and Asperger Service at the 

present time: 

Route 1 

Individual or their representative rings the customer service centre, requests a social 

worker and a community care assessment. FACS eligibility is determined. If eligible, 

an SDS is completed and a support plan drawn up.  

 

Route 2 

Following contact with customer services as in route 1, if the individual is not FACS 

eligible, they are signposted to other services, as relevant, or through to the autism 

team to implement the support plan. 

Route 3 

A direct referral through to the autism team by email, phone or in writing. 
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3.1.1.3 Staffing 

 

3.1.1.3.1 Team 

The current team comprises a manager, 2 service brokers, one female and one male 

(the second having been appointed 9 months into the service). 

 

3.1.1.3.2 Administration 

Throughout the course of the Adult Autism and Asperger Service, there have been 

changes in administration staffing ranging from an initial full-time administrator post to 

support the team and who was later replaced, at the beginning of the evaluation, by a 

new, part-time post which was subsequently removed: 

‘…we’ve just lost our full-time admin support who was absolutely brilliant; she was like 

the lynch pin really….she was really stable and secure, and if people phoned up, she 

knew what she was talking about, she knew what she was doing….she’d been on 

autism awareness courses and she understood when she took irate phone calls.’ 

 

More recently, some administration support has been reinstated. 

 

 

•Team 

 

•Administration 

 

•Nature of work 

 

•Successes 

 

•Training 

Staffing 
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3.1.1.3.3 Nature of work 

Staff  are extremely positive about the people who this service supports: 

‘I’ve found that they are a really exciting group to work with. I’ve found this with the 

carers as well….These people are not tainted by years of support…they’re brutally 

honest’. 

 

and skills possessed by individuals with whom they work do not go unnoticed: 

‘…it’s a really interesting job, and everyone that you work with is completely 

different…you get to meet some really nice people…people have some really high level 

skills; we’ve worked with people with degrees in fine art….which is something I’d 

personally never be able to do. And people who are building massive data bases for 

companies and it’s really interesting’. 

 

The work is varied, demanding, and requires a level of creativity: 

‘…it’s about resourcefulness’ 

 

but the team are very clear about the need for links to services with staff who 

understand autism and the improved effect on support subsequently: 

‘…it’s definitely useful when we do some networking…people in organisations who you 

can contact, who can help things and move things along quicker’. 

 

Individuals with autism, their carers, and other service providers have responded rapidly 

to the Adult Autism and Asperger Service, and staff  are very positive about some of the 

life-changing effects that have occurred as a direct result of this input. The following is in 

relation to someone who was made homeless, found independent accommodation, 
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supported with skills he needed to live independently and to volunteer as a step onto 

the employment ladder: 

‘…there’ve been some really good outcomes with people…our support, I think, has 

completely changed his life’. 

  

3.1.1.3.4 Successes 

Although there is recognition that the Adult Autism and Asperger Service is in its 

infancy, and many individuals have still not yet accessed the support they require, it is 

vital to acknowledge progress and made and successes achieved: 

‘…with the amount of contacts we’ve got and achieved having no money, and the 

networking we’ve had to do to support people, I think it’s been brilliant’. 

 

Staff are extremely progressive with their problem-solving, and really challenge 

themselves: 

‘I’ve got two people who do really think out of the box’. 

The impact on support given as a result of this approach has led to extremely positive 

outcomes: 

‘…it’s made a massive difference to the people I’ve worked with…even just knowing 

there’s somebody there that they can contact, that will listen and that will help them and 

support them’. 

  

3.1.1.3.5 Training 

The service was established with one female member of staff, and following nine 

months and a massive response to the support, a male member of staff was recruited. 
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The team leader also takes part in some elements of the support service in addition to 

his wider role of developing the service. 

 

Demand for the service has indicated the wide-ranging support needs of individuals. 

This means that staff are constantly facing new situations, and training and support in 

evidencing outcomes to people who may not understand the nature of autism is key to 

future service development: 

‘…being able to show your outcomes, is quite difficult, because a lot of the time it can 

take a while to make any kind of noticeable difference. I mean, you might be working 

with somebody to make them feel more confident and less anxious about things’. 

 

Training will only be effective, however, if it is linked to autism awareness training given 

to service providers. 

 

3.1.1.4 Format 

The entire process of the service is carried out by the team, and comprises 9 stages 

which can be represented diagrammatically. There is, however, a tenth step, and this is 

a crucial part of the ethos of this service: that individuals can re-refer should the need 

arise, and there is a security net approach whereby individuals can maintain contact by 

texting to let staff know that things are running smoothly. These last two elements 

enable individuals to avoid the lengthy referral process once they are in the system for  

receiving support, and allow them to maintain contact with a known person thereby 

reducing feelings of isolation and the anxiety which often accompanies this. 
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Following an initial referral, the case is discussed to assess its relevance to the team 

(e.g. the individual does not require support from another team such as mental health); 

the case is then allocated to one of the two staff members, and the individual is 

contacted in the preferred manner indicated on the referral form (phone, email, text) to 

arrange an initial visit. Staff then work with the individual to ascertain whether they are 

happy to have support, and to build a relationship of trust where key information is 

shared concerning the individual’s needs, likes and dislikes. 

  

 

1. Referral  

2. Meeting to 
discuss 
referral 

3. Allocation to 
support staff 

4. Contact by 
method on 

form 

5. Initial visit 

6. Building 
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needs 

7. Identify 
short-term plan 

+ goal(s) 

8. Outcomes 

9. Closure 

Re-referral or 
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A short-term plan of action is then drawn up with the individual, with steps (markers) 

added as necessary to reach identified goals. When the support has been put in place, 

developed and had outcomes, the service user either identifies another goal or the case 

is closed. In the latter instance, the service user is informed of the re-referral process 

and given relevant numbers. Several service users remain in contact through Friday 

texts. 

 

The difference between this process which the support staff implemented at all stages, 

and that of the process of the IDS team, where different staff were responsible for 

different stages, was highlighted by this team. In addition, the process used by the 

PHILLIS team was also mentioned, but in the context of ‘locking people into a service’. 

 

3.1.1.5 Service Users 
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3.1.1.5.1 Eligibility 

Service users currently have to meet 4 criteria to access this support: they must be 18+, 

live in Warwickshire, have an autism spectrum diagnosis, and not be FACS eligible. 

 

3.1.1.5.2 Numbers 

An initial caseload of 9 at any one time was estimated, with each case requiring 

between 6-12 weeks of support. However, eighteen months into the service, there are 

80+ service users on the books with each worker having an active caseload of 15-25.  

 

3.1.1.5.3 Support 

This was initially estimated to be necessary for between 6 -12 weeks. The reality is that 

many service users require support for much longer, and often from 12-18 months. 

Service users are clearly saying that they do not want a social worker. Rather, 

they want help moving, in many cases, some obstacles which would reduce their 

anxiety, develop their coping skills and raise their self-esteem. 

 

3.1.1.5.4 Waiting list 

Many people have been attracted to the service, and a steady influx of people who need 

support has led to a waiting list: 

‘…over 80 people on our books that we are aware of, that we’ve worked with. Some are 

closed [caseload]…we probably have 20 each that are active….and a couple that are 

on review…and we’ve got a waiting list’. 
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3.1.1.5.5 Re-referral 

With a lack of services to signpost to, currently, none of the cases are closed. All 

service users who have reached their identified goal, are made aware of the re-referral 

process and given the relevant numbers to call. For some, there are additional goals to 

achieve, and the support continues: 

‘…they’re all aware of the referral process, and we always make sure that we give them 

those details when we do close them…if they do need anything at all, they do need to 

give us a ring and contact us and we’ll work with them again, which has happened 

almost every single time’. 

 

3.1.1.5.6 Friday Texts 

This has become a key part of the support service with caseloads that are not active; 

many service users will text the member of staff who has provided their support to 

‘check in’ and confirm how things are going for them: 

‘…different people will just text us and say if they’re doing ok, and we text back…it 

seems to be that people need that’. 

 

 

 

 

 

 

 

 

 



63 
 

3.1.1.6 Links to other services  

 

 

This is a key part of Fulfilling and Rewarding Lives :the strategy for adults with autism in 

England (2010), and in the 18 month lifespan of the support service, around 24 services 

have been contacted in order to address issues experienced by users of the Adult 

Autism and Asperger Service. Since every individual faces challenges both in common 

with others and also specific to them, it would be misguided to place the services in an 

order of priority. For this reason, they are listed alphabetically. 

 

•Autism West Midlands 

•Alcohol and Drug Advice Workers 

•Benefits Advice Workers 

•Citizens' Advice Bureaux 

•Community Officers 

•Criminal Justice System 

•District Councils 

•Employers 

•Families 

•Forensic CPN 

•Homelessness Team 

•Housing 

•Job Centre (Disability Employment Advisors) 

•Learning Disability Teams 

•Mental health Service User groups 

•Mental Health Teams 

•National Autistic Society 

•Police 

•Remploy 

•Shaw Trust 

•Social Housing 

•Social Workers 

•South Warwickshire Carers and Guideposts 

•Speech and Language Workers 

•Tribunals 

•Voluntary Sector Services 

Links to 
Other 

Services 
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Whilst initial links to services were met with real difficulties due a lack of staff trained in 

autism awareness, there has been some improvement. Details have been provided 

throughout the analysis, and more specifically in the following section on Successes 

and Changes. However, two examples are provided here. 

 

Positive links are being evidenced among DEA’s, where support staff now feel they can 

ring someone directly and speak openly about how the difficulties faced by someone on 

the spectrum might be manifested: 

‘I felt that I could say: “I’ve got somebody who’s going to come and see you tomorrow, 

they’ll be really anxious, and talk as though they’re aggravated….” 

 

DEA’s have also expressed their satisfaction with this improved link: 

‘There’re a couple of them who I’ve seen, who’ve been appreciative of me being there 

as well. And so it’s run a lot smoother when there’s been somebody getting along with 

them’. 

 

And they are beginning to work jointly with the support service: 

‘They’ve [DEA’s] actually started referring to us’. 

‘They said they’ve got a lot of people who would benefit from having somebody go with 

them to a couple of [sessions]…to a first appointment to meet them’. 

Another area requiring substantial and immediate support is that of the Criminal Justice 

System: 

‘the Forensic CPN service…are really keen to talk to us about the numbers of people 

they’re picking up I cells who have AS’. 
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3.1.1.7 Successes and Changes 

 

The team report many changes which have impacted on the service users, their families 

and service providers alike. Examples of these changes have been provided throughout 

the previous text, and the following is a summary. However, with a client group of 80+, it 

is unlikely that all benefits are listed: 

 

3.1.1.7.1 Support:  

 Attracts individuals not receiving support from adult services 

The support provided to adults with autism fills a much-needed gap for some, but  

the demand is, at present, not catered for: 

‘…a group of people who didn’t traditionally receive a service from adult services…now 

the number of people attracted to this service shows the numbers of people out there 

who need support’. 

 Helps service users avoid falling into crisis and becoming FACS eligible 

Timely support delivered in a preventative fashion has enabled people to live more 

rewarding lives and has prevented them from falling into crisis and requiring the more 

costly support from FACS, where they would need high levels of care or residential 

care: 

•Support 

 

•Service Users 

 

•Staff 

Successes 
and 

Changes 
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‘…working with people very much around trying to prevent them needing more heavy 

end services…avoid people falling into crisis…’ 

 

 Outcomes have in some cases been life-changing 

Some individuals require a larger support package as their lifestyle is debilitating, but 

with this in place, and not necessarily for long periods of time: 

‘…there’ve been some really good outcomes with people. I mean the example of the 

case I gave you, is somebody who…he changed his life fairly drastically…moved him 

into permanent accommodation…getting him onto the right benefits and now we’re 

working towards volunteering and getting a job…’ 

 

 is enabling 

With the focus on how we can enable people to do things rather than focusing on 

problems the model used by the adult services is: 

‘… much more sustainable, and it’s a much more enabling sort of way of working with 

people; and a more natural way…’ 

 

 is cost-effective; 

That many people have been helped back into work, or into voluntary work as a step 

into employment, or who have been helped through employment tribunals where 

employers simply failed to understand their challenges, has led to the running of a more 

cost-effective system; people are on fewer benefits, and more importantly, making a 

positive contribution to their community: 

‘…using the model, it’s not costing us anything, and it would be fairly cheap to provide 

that service [to others]…it’s just whether the Council see it as their core business’. 



67 
 

 has enabled families to be more independent 

Whilst family support happens within Children’s Services, this is not always easy for 

adult services to engage for a range of reasons, but principally, adult service users may 

not wish their family to be involved. However, the team still keeps the involvement of 

parents/carers as a priority on their agenda: 

‘…also doing some work around families, and making sure that network doesn’t break 

down, so people have always got an alternative support network around them, really’. 

 

 has facilitated smoother interviews at Job Centres  

Staff have worked hard to build positive relationships with DEA’s and can see the  

beginnings of positive rewards: 

‘I know my last experiences with the Job Centre have been a lot more positive than they 

ever were’. 

Adults with autism want to and are able to work, and support has facilitated this. 

 

3.1.1.7.2 Service users are: 

 not locked into a service 

People have appropriate help and support to enable them to live independently and 

build up skills. By empowering people in this way, the service becomes immediately 

more cost-effective as people are more likely to cope and can re-access the support 

before they hit a crisis: 

‘[this support] is just ultimately more sustainable, and it doesn’t lock people into a 

service’. 
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 more independent 

About a young man successfully supported into independent living, staff had this to say: 

‘…he’s a lot more independent; he doesn’t rely on his parents for everything…He goes 

to the shops on his own, whereas before, he would have relied on anybody else to go 

and do it’. 

 

 less isolated 

The knock-on effect of support with confidence and dealing with anxieties has been 

tremendous: 

’A lot of them are working now, living fuller lives… feeling a lot less isolated and alone’. 

 

 able to make a phone call to a known support contact to reduce anxiety; 

Individuals who previously were extremely isolated are much more confident, and cope 

better with anxieties just simply by knowing that they can talk to someone on the end of 

a phone; someone who understands and listens; and they do not have to deal with face-

to-face contact immediately: 

‘…if they do need anything at all, they do need to give us a ring and contact us and we’ll 

work with them…’ 

 

‘It takes away some of the anxieties of: “I’m on my own”…A lot of my customers will 

phone me when I get to that stage, starting to get anxious’. 

 

 finding and maintain employment 

A lack of awareness amongst employers, has meant that many people have been 

denied jobs, been bullied, or lost jobs as a result of their difficulties being misinterpreted. 
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Support from the team has had a triple benefit in that it has enabled people to find 

employment, maintain their jobs, informed employers and prevented people from going 

back onto benefits: 

‘…we’ve done really well getting people into work, keeping people in work, making sure 

that people are supported in work when they’ve been subject to disciplinaries and 

grievances…’ 

 

 holding down college places 

The interest demonstrated by one college, in looking to employ a specialist Asperger 

worker, and one who could perhaps sit with the adult team to learn  and work alongside 

them, is an important step in the area of education would assist people on the spectrum 

in maintaining their college places. A failure to address this allows the following 

behaviours (not exhibited in everybody) to escalate: 

‘ …their problems are around behaviour, inappropriate sexual behaviour with other 

students, people not coping, people needing time away from the communal areas of 

college’. 

 

 building social links 

Within colleges, isolation and hypersensitivity to noise can make studying and 

socialising difficult, and does impact on the mental health and well-being of individuals, 

impacting on their educational achievements. The adult team are emphatic that support 

needs to be different to that which a teacher would provide: 

‘Why do you need a teacher for that? You actually need something more closer to what 

we’ve got; somebody who can help build those social links, but then take somebody into 

a quiet room…’ 
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 more integrated into their communities 

Preventative support has enabled people to change their lives for the better, to live 

independently, to access and maintain employment, and to feel more integrated into 

their communities where they have an important contribution to make: 

‘…and I think we’ve helped to kind of integrate people into their communities’. 

 

3.1.1.7.3 Staff have: 

 built-up a resource data base 

A wealth of information has been built up by the team during the life-time of the Adult 

Autism and Asperger Service. A lack of resources, requiring them to think out-of- the 

box, creatively, has led them to explore services, develop contacts, inform people about 

autism to feed into a database: 

‘…I think within a couple of years we’ve built quite good databases of community 

resources’. 

 

 increased the number of support groups countywide 

With demands on the service being high and still increasing, the team is obliged to be 

creative around how they tackle this to prevent people going into crisis: 

‘…places where there are gaps, we do set up a support group, which is going really 

well’. 

 

 ‘…we’re hoping to set up ‘roadshows’ where people can come…because we’re 

concerned about our waiting list…we’re sending out information with our referral packs 

containing other people’s numbers that we think might be of use’. 
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 group work 

Building links with groups that also have a responsibility and resources to support  

individuals on the autism spectrum is a key element of networking: 

‘… we are doing as much as we can, and we are looking at where the gaps are and 

trying to fill them….trying to get other people to take accountability for groups and social 

groups’. 

 

 reported that there are still issues around disclosure to an employer 

Past experiences, either direct or indirect, in the world of disability mean that many 

people still prefer not to declare a disability despite legislation being in place: 

And these people would probably be in work…and they’d have got themselves into 

work, but probably lost it pretty quickly, really because they’d have had nobody to 

support them at key times with employers. Some of them will not have…made their AS 

known to their employers, so wouldn’t be covered under the DDA’. 
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3.1.1.8 Challenges to support service  

The post 18 team is extremely committed and is clear as to the challenges to the 

support service they provide.  

 

3.1.1.8.1 Staffing (support and administrative)  

Constant administration changes have places an immense strain on the support team. 

In the life-time of this evaluation, the administration has changed several times, and 

from full-time to part-time. Currently, there is full-time administrative support. 

‘We’re reviewing admin…the problem is, when the cut down’s on staff, admin’s the first 

to go….They [the council] have done a calculation on admin staff and said: “You don’t 

need as many…you haven’t got as many practitioners now’. 

  

3.1.1.8.2 Service User Numbers 

Currently the team is at capacity and there is a waiting list. 
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3.1.1.8.3 Resources 

Whilst, the support staff have no budget, the current climate with cutbacks and Fulfilling 

and Rewarding Lives: the strategy for adults with autism in England (2010) itself placing 

a responsibility on authorities to work within current resources. This prescribes an 

immediate future with no additional staff: 

‘There’s a blanket ban on recruitment, so there’s nothing that we’re going to propose 

that will change that in the foreseeable future’. 

 

Aside from the staff, there are no resources which come with the service. This includes, 

funding, office space and equipment. 

‘I think some of the creative work that [the support workers] have done with people, and 

with no money….fitting out houses on Freecycle…that’s really creative’. 

 

3.1.1.8.4 FACS 

The way that FACS assessments are implemented, allocating people to certain criteria 

levels leaves many people at the higher end of the autism spectrum without support. 

Many of the individuals accessing the support service have considerable and complex 

support needs, but due to the barriers they face in respect of communication and 

anxieties around being with new people (in particular those doing assessments), their 

real needs pass unnoticed. 

‘…the way FACS is written….’critical’ is: ‘needs massive support within two weeks’. 

 

Time is required to carry out an accurate assessment as meaningful engagement with 

an individual to determine their needs may be difficult to establish. 
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3.1.1.8.5 Intensity of the work 

With limited resources and increased numbers of individuals wishing to access the 

service, staff are feeling the strain: 

‘We’re doing everything. We’re attending appointments, we’re doing visits, and we can 

be doing up to 3-4 visits a day with different people…and you have to be very 

motivating…and it’s incredibly draining. And we’re driving all across Warwickshire as 

well’. 

 

The very real downside of the lack of recognition about the service’s importance and 

adequate resourcing and linking with other services means that: 

‘…there’s a lot more work out there that we could be doing, and spreading the word a 

bit  more and promoting the service, which we’re actually quite frightened to do 

because… we’re so swamped’. 

 

3.1.1.8.6 Geographical distance 

The two service brokers cover the whole of Warwickshire between them, and find this 

extremely draining: 

‘…you know, when you’re driving from Polesworth to Stratford in a day to see a couple 

of people, it can be draining’. 

 

3.1.1.8.7 Evidencing the work 

The needs of individual service users may vary considerably, both in content and the 

extent of support required. Staff mentioned that, although key to justifying their work, 

evidencing it in a way that makes sense to funders of the service is extremely 
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complicated if decision-makers themselves do not understand the nature of the 

challenges faced by people with autism: 

‘Being able to show your outcomes is quite difficult; because a lot of the time, it can take 

quite a while to make any kind of noticeable difference. I mean you might be working 

with somebody to make them feel more confident and less anxious about things’. 

 

The individuality of support required is also difficult to evidence: 

‘…it does mean that every situation calls for a different action, a different outcome…’ 

 

Concern about evidencing work places considerable strain on support staff, who are 

aware that this is the key to improving the lives of people on the autism spectrum. 

‘…it becomes a bit more difficult when you say, well, actually you’re working with a 

group of guys who don’t meet criteria, but probably would if we didn’t do it [provide 

support]. It doesn’t sound that powerful, when we know it is; but it doesn’t sound that 

good and unfortunately decisions are made out of how things sound’. 

 

How staff are required to evidence their work, also places difficulties on the team as 

they struggle to express the subtleties of the challenges experienced by individuals: 

‘It needs to be down in writing, that’s the thing; it’s almost like a contract with the 

person’. 

 

3.1.1.8.8 Service users becoming dependent on staff 

With other services manifesting a lack of trained staff in autism awareness, 

responsibility for support on a single person in the support team has a downside: 
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‘…we try to be sort of informal with people and quite relaxed with them so they feel they 

can be open with us, and we can help them the best way we can…….it’s quite difficult 

for them not to get too attached to us a workers; because they get to that point where 

they can trust us’. 

 

3.1.1.8.9 Closure 

Being able to signpost to staff trained in autism awareness operating in other areas of 

service provision is vital to move people on to specific areas so that they can live a 

fruitful life. It also enables staff to deal with reviews and the waiting list and ultimately 

permits others to access the service. 

‘It’s great that they feel they can come back to us, and we have a god working 

relationship, and there’s somebody there for them, but obviously the negative aspect is 

we’re really busy’. 

 

3.1.1.8.10 Trained staff in Other Services 

There are few trained-up services to signpost users on to, as previously mentioned, and 

this results in increased pressure on the team and feelings of isolation.  
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3.1.1.9 Gaps 

 

 

Again, staff were consistent about where the gaps in the service provision are, and 

identified them as follows: 

 

3.1.1.9.1 Joint working 

People with autism have so much more about their identity than just autism. They do 

have significant challenges because of it, but they do want to live independently, they 

do want to work in appropriate and relevant jobs, they do want relationships and a 

social life, and they need help removing obstacles to them achieving these. Partnership 

work with other services and the autism team is crucial to providing a more holistic 

approach to helping people with autism, and one which respects the different identities, 

skills and challenges brought by each individual. 

 

•Joint working 

 

•Accountability by other services 

 

•Mental health links 

 

•Employment Services 

 

•Staffing 

 

•Training 

 

•Promoting the service 

Gaps 
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One particular example of services a support worker has had to access in respect of 

one individual are: the police, a social worker, speech and language therapists, housing 

and race equality workers. This is an indication of the support the team need from staff 

trained in autism awareness and who operate within other services. 

 

3.1.1.9.2 Accountability by Other Services 

A lack of training, autism awareness and accountability by other services mean that 

current re-referral rates are high: 

‘…one person who’s come back into the service 5 times now; it’s quite a lot of work for 

me…not that it could have been avoided, but it’s mainly around benefits and the job 

centres, and things happen that are out of their control, that they can’t deal with 

themselves’. 

 

3.1.1.9.3 Mental Health Links 

Staff comments were around the need for improved links. 

‘…we’ve done less work with Mental Health services up until now than we have with the 

learning Disability teams, but it’s starting to get better in respect of this now, especially 

as we start moving towards a recognised diagnostic pathway in the county….we’ll have 

to work personally with Mental health, because a lot of people will be coming through, 

probably from a mental health route.’ 

 

3.1.1.9.4 Employment services 

People with autism have a right to work, and there is a very real need for improvement 

among service provision in this area: 
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‘…better engagement with the employment services would be good, and more bespoke 

and tailored employment services…for people with autistic spectrum 

conditions…because a lot of the time we’re involved really heavily’. 

 

And more importantly, people with autism want to work: 

‘…I think a good half of the people that I’m seeing at the moment would like to be in 

employment…even if it was voluntary to begin with’. 

 

Currently, the team find themselves stepping in to help due to DEA’s not being trained 

around the needs of people on the spectrum, particularly in respect of communication. 

Practical assistance is essential: 

‘…we might…help them look for jobs; we might actually help them attend the job centre, 

make sure they’re on the right benefits, get them some volunteering, and make those 

links they find difficult’. 

 

and the needs may be subtle, but extremely challenging: 

‘...they might struggle to speak to people on the phone, so we might make some of the 

phone calls for them and arrange meetings’ and go with them to meetings if they feel 

uncomfortable meeting people for the first time’. 

 

3.1.1.9.5 Staffing 

A scarcity of links with appropriately trained staff in respect of autism awareness has 

placed many demands on the support staff, with 2 covering the whole county and  

constantly varying administrative support. 
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3.1.1.9.6 Training /awareness-raising  

The team felt training to be necessary with all service providers, but particularly within 

the following services: 

 Mental Health Services 

High numbers of people with autism are coming through to the mental health teams, 

and staff need to be able to respond to the individual as a whole, recognising the impact 

of autism on mental health: 

‘…we need to up-skill the practitioners in Mental Health Services to respond better to 

autism’. 

 

 Social work teams 

Urgent situations are being dealt with by two members of staff; those who they need to 

link with frequently do not understand the needs of somebody with autism and the 

impact it may have on both them and their family: 

‘…he was at residential college and wasn’t able to return to the family home because of 

his fairly challenging behaviour. I had to go through the homeless routes, registering 

him as statutory homeless…we got him into temporary accommodation…moved into 

permanent accommodation’. 

 

 The Criminal Justice System 

Another area where staff considered there to be an urgent training need was the 

Forensic CPN service who talk to custody sergeants about people in the cells who they 

have concerns about In relation to their mental health and wellbeing. The Forensic CPN 

can assess individuals thought to be suffering from mental distress and divert them to 

the mental health teams: 
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‘…they are really keen to talk to us [Warwickshire Adult Autism and Asperger Service] 

about the numbers of people they’re picking up in cells who have AS’. 

 

 Employment Services 

There is a lack of sufficiently trained staff in Job Centres and other work-related 

services. The Adult Autism and Asperger Service team currently has to take on many 

roles in relation to supporting individuals into work that should be carried out by other 

teams, and they are successful in this. However, it is a drain on resources: 

‘It’s very difficult for us personally to organize it all [employment], and then to be 

involved in monitoring a placement….it’s a massive gap’. 

 

 Employers 

An example of where this is needed was given in relation to staff management: 

‘…the guy was being bullied by his manager, and it was really covert bullying, really, 

around picking on his weaknesses’. 

 

3.1.1.9.7 Promoting the service  

Staff are at capacity, aware that there are many individuals with autism who require 

support, and that many of these are unaware of the support service. There is a  

need to promote the service to all individuals, but time and resources are impacting 

negatively on this. 
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3.1.1.10 Future 

 

3.1.1.10.1 The Strategy (Fulfilling and Rewarding Lives: the strategy for adults 

with autism in England (2010) 

Warwickshire are doing well in terms of achieving the goals set out by the statutory 

guidance, and now need to work on the area of diagnosis and the diagnostic pathway 

using the recently-published NICE clinical guidance (2011). 

 

3.1.1.10.2 Staff 

Staff frustrations concerning the future of the service are high: 

‘I would like to see it develop into the service I think it really could be…we’ve got some 

great ides, some great things happening, but things keep having to be reined back in’. 

 

The numbers attracted to the service indicate the need for support which includes 

people at the higher end of the autism spectrum, and one which can function well at a 

•The Strategy 
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district and county-wide level. However, the present composition of the team, with only 

two members of staff, places a considerable amount of stress on the team as they are 

aware that many still cannot access the support they need when they need it: 

 ‘I’d still like to see an increase in two members of staff, a kind of generic role…keep 2 

autism workers, but then also have 2 generic workers who can work with people with 

moderate learning disabilities’. 

 

3.1.1.10.3 Moving Towards a Clear Diagnostic Pathway 

Warwickshire are moving towards a clear diagnostic pathway, and this would open up 

the field for new developments; the assessments would enable screening of people so 

that they would be signposted to the appropriate services, linking in with training of 

service providers: 

‘…with the adoption of the diagnostic pathway, there’s potentially a role for 

somebody to do some pre-diagnostic work with people’. 

 

3.1.1.10.4 Assessments 

Staff have recently undergone training around self-directed support (SDS) assessments 

which lead into support plans with an identified number of hours to bring them in line 

with social work teams. However, none of the individuals accessing the support service 

will be allocated any money through this assessment to help them access the support 

they need as they do not meet FACS criteria. Their plan will identify the hours the 

current support workers will spend with them signposting them to other services or  

accompanying them on a certain number of visits to support them. An example of this 

given by the team was: 
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‘…it’ll be…referral to Job Centre Plus, and, in that referral, I will support [named 

individual] for the first three visits to get a job’. 

 

The overall assessment and support plan is going to be more structured: 

‘We’ll have an overall goal, and then we’ll have some intermediate goals’. 

 

Although this is essentially what happens at the moment, an example was given of a 

more structured stepped approach to attaining goals such as finding a job: 

‘…look at independent skills, and we’re going to look at getting you out of the house, or 

travel training, or whatever it is to get to that overall goal…’ 

 

3.1.1.10.5 Signposting 

The Adult Autism and Asperger Service team have faced considerable difficulty closing 

cases due to the scarcity of trained staff in other services around the needs of people 

with autism. However, with Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England (2010) in place, this vital component of service provision should now 

begin to develop. This would alleviate the demands on the support service team: 

‘…the pathway in the referral route…somebody new comes into that service, they go 

through [a certain number] of stages, and then somebody commissions a service on 

their behalf, gives them a Direct Payment, or, if they don’t meet [FACS] criteria, they 

refer them to you [the Adult Autism and Asperger support team]. 

 

3.1.1.10.6 User Voice 

People with autism have an important contribution to make towards their service 

provision. Many are willing and waiting to do so: 
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‘…some of my guys have expressed an interest in going round and sharing their 

experiences with people’. 

 

3.1.1.10.7 Training 

Individuals within services are currently being identified for autism awareness training 

so that the support team has a number of satellite workers to signpost to. The team 

leader is planning to train one ‘specialist autism support worker’ in 20 organisations: 

‘I sent a letter out to all providers to ask them to nominate a worker that we’ll give extra 

training to, but that will only be for self-funders or people who are using a Direct 

Payment’.  

 

Training and advice need to be given to other workers, and particularly those working in 

the fields of mental health or social work: 

‘...what the strategy group is looking at is how to share training across the county, 

because it’s expensive…all our providers have their own training budgets and lists of 

training...’ 

 

Employers are also asking for autism awareness training in order to understand their 

staff with autism and be able implement equality of opportunity in relation to recruitment: 

‘…the [department] store asked us to provide some autism training’. 

 

3.1.1.10.8 Virtual Autism Team 

A virtual autism team is being planned to support staff.  Funding is available to 

commission training for key practitioners in mental health and learning disability 

(including specialist autism workers) and autism/Aspergers training has been 
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commissioned for Approved Mental Health Practitioners. No formal team exists at the 

present time, but improved joint working between mental health and learning disability 

teams is evident, particularly with more complex cases. 

 

3.1.1.10.9 Support Package for Service Users 

The Adult Autism and Asperger Service would benefit from a more focused support  

package to offer service users. This will be enhanced by building successful links with 

trained staff in other services.  

 

Individuals with autism fall into a range of economic brackets, and for those who are in 

receipt of a Direct Payment or who are able and willing to self-fund, the notion of buying 

a support package is being explored. 

 

3.1.1.10.10 Advice and Information Sessions 

The Adult Autism and Asperger Service team are in the process of organising one-stop 

shop advice and information sessions which will take place 4-5 time a month around the 

county. The service would have a number of important functions: 

‘At the moment, it’s about maintaining people [who are] on our waiting list, anxieties of 

people that are under review and we’re monitoring as well’. 

 

In addition, this advice service would help deal with large numbers of clients: 

‘We need to signpost people out of the service, so I know New Ideas [the advocacy 

service] is looking for some peer volunteers for reviewing and….if we can signpost a 

couple of our guys to [New Ideas], we increase the autism support element of the 

service’. 
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‘…our benefit would be…the guys that we’ve got to monitor, that are panicking about 

being closed…to have that contact with us, even if it’s just once a month’. 

 

By linking in with other services, a number of people could be provided with specific 

relevant advice: 

‘…also a disability employment advisor turning up… and we could set up a meeting 

where 3 or 4 people could meet a DEA from that group’. 

 

‘I know there are mental health guys who are interested in coming’. 

 

3.1.2 IDS 16-18 Autism Pilot (8 team members + 3 advisory staff) 

Emerging Themes  

The semi-structured interviews led to the emergence of 10 themes: 

Several points were raised in relation to these themes, and these are outlined below. 

3.1.2.1 Ethos of Service 

 

•Helping people who are NEET 

 

•Exploring what young people want 

 

•Preventative work 

 

•Stepped approach to problem-solving 

 

•Maintain support network with families 

 

•Linking transition between child and adult 
services 

 

•Building a database 

 

•Being friendly with clients and maintaining 
contact  

Ethos 
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3.1.2.1.1 Helping people who are NEET 

The transition stage from childhood to adulthood poses many new situations for young 

people, and particularly those with autism as they face additional challenges: 

‘…we’d identified a gap with young people who were on the autism spectrum, who were 

no longer in college’ 

 

Young people who are NEET, do not readily fit into the Integrated Autism Service within 

IDS as this is mainly geared around preventing family breakdown. 

 

3.1.2.1.2 Exploring what young people want 

For many young people with autism, engaging in new activities and continuing to do 

them independently is a real challenge to overcome; they need support to live a full life 

and explore the different activities that they may wish to include in their lifestyle as a 

young person on the journey towards adulthood. 

‘…they’ve both tried something new and they’re continuing to do it, which is great…’ 

 

3.1.2.1.3 Preventative Work 

The IDS team has concerns around the lack of support for 16-18 year olds with autism 

who are NEET or in college and were keen to look at preventative work: 

‘[we were] really interested in looking at whether, by providing some support at an 

earlier stage, we were able to prevent referral at a later stage to adult services’. 

 

3.1.2.1.4 Stepped approach to problem-solving 

Building new social networks and working towards independent living are core aspects 

at this stage in a young person’s development, and there are differences between what  
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NT young people and those with autism need: 

‘I think most young people of that age will be interested in accessing social activities in 

groups…but I think most [NT] young people would not need or want support to do that, 

especially adult support…most young people wouldn’t need that kind of social 

introduction…not always understanding what’s going on in a group and picking up the 

social signals, and then misinterpreting it, and then things going haywire’. 

 

3.1.2.1.5 Maintain support network with families 

Whilst families need support, they can become overwhelmed with either too little or too 

much information, and like others: 

‘…they just wanted to get on with their lives with as little help as possible’. 

 

3.1.2.1.6 Linking transition between child and adult services 

Young people are all about exploring new opportunities and developing their identities 

and independence, and this is the same for people with autism; however, they require 

some extra support to do this, and without this may find themselves socially isolated: 

…most adolescents are wanting those kind of social opportunities, and…perhaps we 

shouldn’t be surprised that that’s the same…making that first inroad and getting into a 

group is a difficulty for many young people. So needing that kind of bit of 

handholding….kind of makes sense’. 

 

3.1.2.1.7. Building a database 

Children’s Services have access to a lot of information concerning activities, but the 

slightly different emphasis of the IDS 16-18 Autism Pilot, meant that staff were required 

to liaise with service providers to facilitate young people with autism accessing activities 
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independently. Thus a database of accessible services and facilities, with staff trained in 

autism awareness and inclusivity, or who welcomed the opportunity for this training, is 

being built. The following examples depict situations faced, but which ultimately lead 

support workers to construct a picture of positive service providers and those who 

require training: 

‘…I think that’s what helps, by having some support there…they’ve got that other 

individual that they can make contact with and converse with; and when the parents or 

that actual individual would get pushed away…[a support worker would perhaps not]’ 

 

Whereas a parent or young person might give up, staff employed to do support can be 

more persistent: 

‘…she [the support worker] had to be quite persistent in terms of getting hold of him, 

because he wasn’t returning calls…you know, she had to keep…and she could easily 

have given up. And if I’d been that young person…trying to contact, and I had that 

response, you know, I can quite imagine I’d have given up’. 

 

3.1.2.1.8 Being friendly with clients and maintaining contact  

Staff involved with the IDS 16-18 Autism Pilot, saw the building of relationships with 

their clients as an important step to providing support, and one which, once the support 

had stopped might still continue as they meet in shared social/leisure facilities: 

‘…he was a nice lad. He was a guy that I would like to keep in touch with, and I will 

probably will; I’ll see him down the gym’. 
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This reflects the nature of support required; people with autism are simply wishing to 

engage in activities that NT people can do more readily. As young people, their 

immediate support priorities may be expected to differ to those of adults. 

 

3.1.2.2 Nature of Service 

The planned model for the IDS 16-18 Autism Pilot was a copy of that in place for people 

with autism living in Warwickshire who are post 18. The purpose was to investigate 

whether this model was also suitable for the 16-18 year olds, or whether it needed to be 

adapted in whole or in part. 

 

Although the IDS team involves teachers, specialist teachers, inclusion assistants, 

social workers, occupational therapy and Connexions, young people who are not in 

school do not fall easily into this service as it is: 

‘…largely geared around supporting school and preventing family breakdown, so that 

children can continue going to school’. 

 

 3.1.2.2.1 Long-term effects of Support 

The proposed support service aimed to address young people (16-18) who were in 

college or NEET and who were perhaps waiting for support from the Adult Autism and 

Asperger Service; this support could potentially have long-term effects: 

…I think he’ll continue to grow…I don’t think it’ll stop there. I think he’s built enough 

confidence now to do things on his own’. 
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a. Initial Service Plan (eligibility) 

 

The IDS team was concerned to investigate whether support provided at an earlier 

stage prevented later referrals to adult services, and parents of service users were 

generally involved with some part of the support service process. Many of the young 

people who are currently NEET had, at the time of the introduction of the support 

service, been out of college for approximately 6 months. 

‘I think the 16-18 year olds are forgotten a lot. They are left out or miss out on a lot 

because they don’t meet the criteria’. 

 

b. Actual Service (eligibility) 

 

There was a real difficulty engaging young people for the IDS 16-18 Autism Pilot, and 

the difference between how parents and the young people themselves viewed their 

support needs impacted on this: 

‘…what we were finding, is that many of those young people that were NEET, that were 

at home and not doing anything, parents were often saying: “Yes, any support we’d be 

glad of, but I don’t think my son or daughter would be interested”. 
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Funding had been obtained to pilot a support model, and time constraints impacted 

severely on the ability of targeted people to come forward and take up the service 

being offered. For this reason, the team used their list of young people known to IDS 

and contacted them directly to ask if they would like to participate in the support pilot. 

Only one of the sample, who expressed an interest in participating, was NEET. 

  

3.1.2.3 Staffing 

 

 

3.1.2.3.1 Team 

 Engagement 

The initial plan for the pilot staffing was to employ somebody for twelve months as a 

support worker, and that the support provided by this worker would reflect that of the 

Adult Autism and Asperger Service. Due to difficulties engaging an appropriate worker 

within the timescale imposed by the funding and in respect of taking on an extra 

member of staff in the current economic climate, managers had to consider an 

alternative, with limited funding: 

‘…trying to be creative and think: ‘How else can we provide additional staffing time?’ 

 

•Team 

 

• Nature of work 

 

• Attitude 

 

• Challenges 

 

• Training 

Staffing 
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Within the Short Break Service, there were staff who, due to the majority of their work 

being at the end of the day, or at weekends, would have capacity to take on extra 

individuals for the purposes of the pilot: 

‘…we came up with using staff within the IDS Short Break team who are already in 

place, who work quite flexible hours, because of the needs of the families that they’re 

working with, and giving staff within that team additional hours to do the work’. 

 

 Staff 

The job roles of the team facilitated the running of the support pilot: The IDS Manager 

oversaw the development of the project; the building of the bigger picture, building links 

with the evaluation team, liaising with Adult Services and appointing staff to carry out 

the tasks required to implement the pilot. 

‘…my role’s really been kind of doing the developing work and overseeing it’. 

 

 Administration and appointment of team 

For the purposes of the project, the Operations Manager and Transitions Co-ordinator 

from IDS accessed existing systems of paperwork proformas, established monthly 

meetings with potential pilot team staff and linked these with emails and phone calls to 

inform staff who were unable to attend meetings: 

‘…I proposed we look at the Short Break Workers, primarily because of the time; as a 

group of staff, we had capacity during the day’. 

 

‘…because I was involved with the process…I’ve got the overview of all those involved, 

and I was involved in that process of receiving those referrals and making contact with 

parents to explain about the pilot, and then to arrange an initial home visit’. 
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Due to the need to engage staff from within the County Council as a result of the current 

economic climate, a number of staff were engaged in the IDS 16-18 Autism Pilot as 

previously discussed. However, this did raise another issue: 

‘So we ended up with about 5 or 6 [staff] who’ve all inputted into the work; rather than 

our original idea of one worker. I’m not sure whether that’s a good thing or a bad thing, 

really…it may be useful because we were able to try to match the worker to the young 

person…but, on the other hand, we’ve had less consistency of approach’. 

 

However, advantages of a bigger team were evident to some: 

‘I suppose the advantage of having more people involved, is you then have more 

people’s experience of working with different young people, and then you’ve got more to 

feed into the project’. 

 

3.1.2.3.2. Nature of Work 

Staff kept in contact with service users in a range of ways to suit users’ preferences 

(emails, phone calls, texts), and all support involved reducing individuals’ anxieties or 

desensitising them to stressful situations: 

‘…I kept in contact throughout, over the phone, and I’d ring to see how she was 

doing…’ 

 

Flexibility of approach seems to have been key to the success of outcomes, and staff 

demonstrated this in the sensitive way in which they responded to needs the young 

people have in terms of contacting support workers: 

‘…so she’d text me, and I’d give her a call; so it was quite spontaneous, the contact…’ 
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3.1.2.3.3 Attitude 

Staff carrying out the support, were from the Short Break Service which entails a 

majority workload at the end of the school day or at weekends; the IDS 16-18 Autism 

Pilot project provided a different opportunity: 

‘... most of the work we do is after school or at the weekend, so it was quite nice to have 

something to do in the day’. 

 

A real bonus of being involved in this support pilot, was that staff were able to transfer 

many of their skills to a different area and develop new ones: 

‘…some of the staff that did it loved it, and enjoyed the different opportunity of working 

in a different way. They’ve taken some of the skills they’ve learnt from that; they’re 

thinking about independence [of the young person]. They’ve transferred that into the 

other work they doing in the short break work’. 

 

When carrying out assessments with service users, staff found that certain ways of 

communication were particularly useful at times: 

‘…not to be afraid to be direct and quite blunt with what you are asking in terms of 

steering the conversation’. 

 

3.1.2.3.4 Challenges 

 Reported needs of young person 

When staff came to assess young people concerning their support needs, they 

discovered a conflict between the needs detailed by the person who had referred them 

and the young person’s self-expressed needs: 
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 ‘…initially with [young person], when I first met with him, he wasn’t clear about what 

kind of support he wanted. Initially, he was referred because college thought he may 

need some support at university in terms of planning…when I met with him and his 

mum, mum was keen for him to broaden his social circle and experiences’. 

 

Some situations were extremely complex and required referrals to other teams, and it 

was a real bonus having a member of the Adult Autism and Asperger Service to support 

and guide the assessment: 

‘…it was really difficult…there were quite a few [family] issues, and it wasn’t as simple 

as just getting to know them’. 

 

In addition, the perceived support needs reported by family members also might differ 

from those acknowledged by the young person: 

‘…what we were finding, is that many of those young people that were NEET, that were 

at home and not doing anything, parents were often saying: ‘Yes, any support we’d be 

glad of, but I don’t think my son or daughter would be interested’.  

 

‘It was his mum that really wanted some work done, but he didn’t’. 

 

 Conflict of interest between work roles  

Contrary to plans and expectations, none of the young people, with the exception of 

one, who engaged in the IDS 16-18 Autism Pilot, were NEET. This placed considerable 

pressure on the available time commitments from staff engaged: 

‘…some of the young people that we were working with were on part-time timetables, or 

were actually back in full-time education…so they were then trying to fit these young 
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people into their normal work, and I guess that, for them, they perhaps felt a conflict of 

interests’. 

 

 Capacity 

Difficulties occurred when the young people who came forward to take part in the IDS 

16-18 Autism Pilot were predominantly in education: 

‘…we thought that, perhaps, that the young people that we would be supporting 

perhaps wouldn’t be engaged in school or college, and therefore that the short break 

workers had the capacity during the day; it would be a match. That didn’t necessarily 

come true…’ 

 

Nevertheless, staff  were eager to accommodate the IDS 16-18 Autism Pilot and take 

on additional hours outside their normal working day: 

‘…we were then having to look at ways of supporting them outside of the school day, 

which then meant there was less capacity to do that from the staff’. 

 

 Experience  

Short Break Workers recruited to the IDS 16-18 Autism Pilot team have a wealth of 

experiences between them in dealing with children and families; however, the demands 

on them by the pilot were slightly different: 

‘…not all of the staff that were involved in the pilot would have had an enormous 

amount of experience working with 16-18 year olds’. 
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 Different person (not family) giving support  

Sometimes, although support might be the same, the difference really is as simple as 

somebody else who is not a family member, being available to provide it. This is 

arguably the same for teens in general; parents giving some types of support to their 

teenagers can sometimes be more difficult to accept: 

‘I think it’s just the mum; probably a mum thing, isn’t it? It’s a different relationship, isn’t 

it? She’s [the young person] looking at her mum to help her and for support, whereas 

with me…it’s a little bit different, isn’t it?’ 

 

 Clarity re work role and joint working  

Staff who were engaged in the support pilot had a very different brief in their usual work 

role, and with the short time frame of the pilot, were unprepared for some aspects of its 

format such as not being provided with referral information: 

‘Like in my job, we know where the referral’s come from, and if we have a problem, we 

go back to the referral’. 

 

‘…I suppose there’s a bit of mixed agendas; because if he was getting support from 

somewhere else, and you were trying to support him to move on, there’s two different 

people doing two different jobs, whereas we should be working alongside each other….’ 

‘…that first time when I met him and [his carer] was for gathering information really. I 

didn’t have a lot of information on [young person]’. 

 

The rushed timeframe of the IDS 16-18 Autism Pilot also impacted on staff’s ability to 

disseminate and/or receive and digest information concerning the purposes of the pilot 

and the specific target group: 
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‘…I don’t know how these people were referred…I think it would have been more 

beneficial for people who have nothing, because the people…the young people I 

worked with were actually already in college’. 

 

3.1.2.3.5. Training 

 Autism awareness 

Whilst staff involved had received some autism training, it is clear that there were some  

areas where additional training would be beneficial and which would have supported 

them in this type of service. The age of the client group was a significant factor, 

mentioned by the majority of the team, in the working relationship with staff due to their 

skills and experience. 

‘…we’d got staff who had already got a level of awareness because they were already 

working with children with autism. But they were mostly younger children’. 

 

The usual role of the Short Break team is to work with children and families, and so this 

pilot placed a different demand on their skills, a demand which, although the team were 

eager to learn new skills and adapt, the short time-frame did not easily allow for this: 

 ‘... [they] have never done a job like that before…specifically focusing on the individual 

[and not the whole family]’. 

 

 Needs and doing assessments with YP 

Managing the situation where young people of this age want to be independent whilst,  

at the same time needing parental/adult input is a tricky matter. Add the issue of the 

young person having autism to the mix, and a competent team is suddenly faced with 

new and additional challenges. Should they involve the parents/carers in the 
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assessment process? And how would this work? These matters impact on decisions 

made and support outcomes and is a possible area for additional training: 

 ‘…I think it’s just recognising the importance of the family situation and the role of 

parents, and that sometimes there is perhaps a need for support for parents; and some 

work with parents would actually then support the young person’. 

 

 Who sets the agenda? 

In several situations, staff faced difficulties around determining who should be listened  

to in terms of describing needs. Within Children’s Services, the parent or adult carer has 

considerable involvement in outlining the needs of the child; this is in contrast to adult 

services, where, due to their age, people with autism are often dealt with directly and 

without family involvement. The 16-18 year olds fall between these two services, and 

there is a lack of clarity around which procedures to follow: 

‘…often it was parents that would have liked the young person to have the support, but 

the young person, themselves, was saying: “No”, they didn’t want it’. 

 

‘Then there were other times when the parent did seem to be putting a bit of a barrier 

up…there was the example of the mum who wouldn’t even talk to her son about the 

extra support because she, herself, couldn’t deal with it’. 

This concern was also acknowledged by the adult team, who, because of their different 

age group have a more clear-cut approach: 

’…we’re expressly working with individuals, and if there are carers’ needs, we can 

address them as well’. 
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‘…carers can have assessments in their own right, which we would signpost on, and get 

them support if that’s what they needed, but we would definitely take into account if the 

individual said: “ I don’t want my parents involved in this discussion”. 

 

 Lone working  

Staff in the team, were very aware of difficulties around lone working; staff often visit 

service users on their own or drive them to venues and the IDS have good risk 

assessment and lone working policies. This said, this pilot brought some staff into 

situations which they had not previously had to handle as they were dealing with an 

older age group of young people, and training needs were expressed by some 

members: 

‘I was on my own with him in the car after dropping him off. He gave me a hug ‘cos he’d 

had such a good day, and he said: Thank you’ to me, which was nice…I think 

personally that I wasn’t sure how to manage that’. 

 

Family members, although well-meaning, might also leave staff and young people in 

situations which have not been carefully thought through: 

‘…because he [the young person] didn’t want to go anywhere, [the family member] was 

asking me to sit in the house’. 

 

 Dealing with challenging situations  

Another area where lone working was an issue was when the support needs also 

related to those of the carer. Family members who provide full-time care unsupported 

frequently develop needs in their own right in terms of having time to themselves to 

pursue their own work or social activities, or simply having their own space. The pilot 
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highlighted this situation and the need to introduce the topic of available support for 

carers. This could be discussed at another meeting, but would recognise the holistic 

nature of support required and on which fits with Warwickshire Carers Strategy 2009-

2012: 

‘[The carer] was very keen for me to come in and support. She suggested a few 

things….and when we got there, he said: “Oh, I didn’t really want to come, it was just to 

please [the carer]’. 

 

 Need to understand link between children’s and adult services   

Initial plans had been around appointing one specific person to provide the support 

throughout the remit of this pilot. For a range of reasons this did not happen, and 

following discussions, a decision was made to circulate an email to all members of the 

Short Break team to access interested staff. As this team are committed workwise 

primarily after school and at weekends, it was thought that this would provide some 

additional hours during the daytime for a short period. Five members of the team plus 

the Transitions Co-ordinator expressed interest and were briefed about the pilot. All staff  

had received autism training, but typically worked with children up to the age of 14 

years: 

‘…they’ve done quite a lot of training as part of their role, anyway, which has included 

training around autism’. 

 

Although a tight implementation time frame led to some staff not fully understanding the 

purpose of the IDS 16-18 Autism Pilot: 

‘From my perspective, there wasn’t any training, but I had [3] managers there for 

support, and I think the monthly meetings we had, they were a good source of support 
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as well. We were able to discuss any issues with each other and sort out any possible 

solutions’. 

 

‘I’m not sure why this pilot happened…obviously, I guess funding plays a big part, and 

we don’t see as many of this age group as we’d like to…’ 

 

‘…is it a kind of transitional thing? For example, he could be going into adult services’. 

without exception, all staff expressed recognition of the importance of the IDS 16-18 

Autism Pilot when it was discussed at the evaluation interviews. 

 

3.1.2.4 Format 

The format of the pilot support model for the 16-18 age group essentially has the same 

stepped process as that of the Adult Autism and Asperger Service. This said, there are 

some key differences in the areas of staffing, engaging and contacting young people, 

areas of support, and closure.  

 

The time limits imposed by funding meant that all cases were established with a goal to 

achieve by a set time, and if a number of related goals were able to be pursued during 

the time allocated, these were also addressed. The issue of closure is linked with 

training of relevant staff in other services, enabling signposting and effective 

management of caseloads. 
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Staff numbers involved with the project meant that a different team member paid 

attention to overall management, administration (publicity, referrals, co-ordination of 

meetings, provision of paperwork), recruitment, matching staff to young people, initial 

visits, identification of goals and support provision. In addition to carrying out support 

work, the Transitions Co-ordinator was also responsible for producing necessary 

spreadsheets. 
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3.1.2.5 Service Users 

 

 

3.1.2.5.1 Eligibility 

Young people referred had to be 16-18 in age, live in Warwickshire, have an autism 

spectrum diagnosis, not be FACS eligible, and be NEET (not in employment, education, 

or training). in college, or on the waiting list for the Adult Autism and Asperger Service. 

Since only one young person who was NEET was referred, eligibility was extended to 

include those known to the Integrated Disability Service (IDS). The young people 

targeted, who were NEET, did not wish to engage: 

‘And we did find, that many of those that were out of any kind of system, in terms of 

training, education or employment, they were the ones that were rejecting the support, 

but may well have needed the support a bit more than those that are currently within the 

system’. 

 

‘Although we were identifying young people that perhaps would want to be a part of 

it…they’re cautious’. 

 

 

• Eligibility 

 

• Numbers 

 

• Support time 

 

• Support Needs 

 

• Family 

Service 
Users 
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3.1.2.5.2 Numbers 

12 people were initially referred to the IDS 16-18 Autism Pilot, but following initial visits 

and assessments, only seven actually received support. One of these young people met 

with a support worker a few times to discuss support, but for a number of reasons this 

did not develop: 

‘I think she was finding it a bit stressful; obviously new people being introduced to her 

and the kind of new challenges in terms of going out and meeting new people; doing  

things that are kind of out of her routine, she found quite stressful…perhaps, had we 

had a little bit more time…she was finding it overwhelming, I think, and she decided to 

back out’. 

 

 Waiting List 

As this was a pilot project, a waiting list was not developed, but the IDS are aware of a 

number of young people who would like to take advantage of this support given more 

time. Several of these are already on the waiting list for the Adult Autism and Asperger 

Service. The following example is about a young person who is NEET and who needs 

support now: 

‘…she’s quite isolated at home; her mum’s quite worried about her because she doesn’t 

get out much’. 

 

That this person did not engage was due to anxiety over the duration of the IDS 16-18 

Autism Pilot, and whilst on the waiting list for adult services; she has two years to wait 

until she is eligible: 

‘…if it [the support pilot] could have got up and running a little bit quicker, a little bit 

faster, or it could have gone on for a bit longer, it would have been fantastic’. 
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3.1.2.5.3 Support time 

Due to the time limits of this pilot, the maximum amount of time was only for 3 months. 

Short-term goals were set by the support workers in discussion with each young person, 

and all of these contained an element of reducing anxiety. Building a fulfilling life takes 

time as there are many elements to this; elements which vary from individual to 

individual. The following example portrays a successful engagement in an activity, but 

one where further benefits required more time: 

‘The outcome is that he now goes trampolining every Saturday afternoon. I’m not 

necessarily saying that he’s made friends from that, because that’s something that 

develops with time’. 

 

3.1.2.5.4 Support Needs 

 Activities 

Support was around the development of coping skills, and this was particularly in 

relation to new activities, social activities and building independent living skills: 

‘…it is an area that…kind of making that first inroad and getting into a group is a 

difficulty for many of the young people. So needing that kind of bit of handholding 

support to do that, you know, kind of makes sense really…’ 

 

Social isolation resulting from anxiety can leave young people with autism with many 

empty hours, and they require support to build a rewarding lifestyle: 

‘…he’s got all those hours to fill in, and it’s just finding something to put in place for him 

that’s challenging for him, and would, you know, increase his confidence and also have 

a better impact on the family life’. 
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 Anxiety 

Anxieties faced by young people with autism may be subtle, but can pose considerable 

challenges for them and their families. Two examples of this are dealing with a fear of 

being alone: 

‘…he’s really fearful to actually go out, first of all, and it’s impossible for any of the 

members of his family to go out and leave him in the house on his own’. 

 

and it may impact on their ability to travel independently: 

‘I said to her: “What were you worried about getting the bus on your own?” and she said 

about strangers sitting next to her and not knowing who they are…’ 

 Break down tasks into steps 

In order to overcome anxieties and to learn new skills, it is important to break down 

tasks into clear manageable steps; ones which may need to be reviewed and rehearsed 

several times: 

…maybe the first time we went out, taking the lead and kind of showing her how to do it, 

and then the next time, getting her to do it herself’. 

 

The stepped approach may need to involve family members: 

‘…with [young person’s] family, we worked with some steps where he would spend time 

with me at home playing X-Box, or whatever he’d like to do with his family around. Then 

gradually, mum and dad would go out for half an hour…we managed to work up those 

steps before we did our work experience, and to the point where he’s also able to spend 

time on his own, even without me, during the week, for half an hour’. 
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 Building confidence 

Anxiety related to interacting with strangers can also lead to unsuccessful completion of 

tasks: 

’…we’ve been trying to build his confidence in going out in the community, and also 

paying for things himself, and then waiting for change. ‘Cos otherwise he’ll just give the 

money and then just go’. 

 

Building independence skills is another area where help with confidence is required: 

‘…we were getting the bus to places and getting the train to places…when we were 

going towards getting the bus ticket, or getting the train ticket, she would try and kind of 

get me to go first, and I gently tried to get her to go first, and she got more confident 

buying tickets…once she started doing it more herself, you could see that it felt easier 

for her to do it the next time’. 

 

 Communication 

People with autism are aware of their difficulties, and this can exacerbate their stresses 

and anxieties to the extent that they choose to withdraw: 

‘He says that people at college find him annoying; so the fact that we spent a lot of time 

talking and listening…well that was the main outcome for [client’s name] really’. 

 

When supporting them into social situations, staff often have to explain rules around 

acceptable forms of communication in specific situations: 

‘So I had to kind of explain that to him a little bit; where it’s acceptable to say these 

things [swear and tease] and when it’s not’. 
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In addition, generalising information to encompass a number of situations and settings 

is something that people with autism need support with: 

‘But it’s because he associated people shouting and people being loud with the place 

being done over. So it’s just desensitizing him in the community about when people are 

being louder. Just explain to him the differences, I guess’. 

 

 Family 

The amount of support needed by families of people with autism is in a constant case of 

flux: 

‘I think families like [young person’s}, they can never really have enough time’. 

 

For this reason, it is important to recognise where help may be required. The following 

are a few examples of the many given. 

 

For some people with autism, a lack of friends can impact heavily on family life: 

She would have really benefitted from it and perhaps made a nice friendship group out 

of it, which would have definitely helped her parents, ’cos they were taking the strain of 

her being there all the time…..so I think just to extend her network a bit and give her a 

bit of independence would really have helped’. 

 

This lack of friendships and social activities in relation to the young person with autism 

can also affect the confidence of parents and carers, impacting on their ability to work, 

and support provided needs to reflect this: 
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‘…mum really struggles to go out and forget everything that’s going on at home. So 

we’re gradually working towards that…and mum has started to make those steps to 

recovery’. 

 

Staff commented on the support needs of siblings of people on the spectrum: 

‘You try to make them understand…that [you’ve] come in to see that person, their 

brother or sister particularly, but they also like to be in on it [the support], to try and 

involve them a little bit, but it’s hard’. 

 

Siblings need help dealing with their feelings around a family member with autism and 

also how to understand the behaviour of their brother or sister and how they can deal 

with this: 

‘…he [the young person on the spectrum] didn’t get on with his brother and sister’. 

 

Supported independent living is sometimes an important solution for all: 

‘Mum wanted home to look at moving on; things at home weren’t very good…it was just 

mum wanted him to move on, in the nicest possible way’. 

 

Timely and appropriate support might also enable family activities: 

‘She’s already bought some rock-climbing gear, so she’s invested in that; and her mum 

and dad are going to learn how to belay’. 

 

 Friends 

Young people need friends, but their difficulties with socialising and communicating 

result in them being very isolated: 
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‘…she doesn’t go out; her social life is around the family home really…’ 

 

Prior to support, one member of staff had this to say about his client: 

‘The first time I met him, he wasn’t engaging with people…we had to kind of really 

prompt him into answering questions…’  

 

Following the support, the same member of staff said: 

‘…I’m confident that when he goes on his own he would be able to talk to people and be 

completely comfortable to do that. I guess he has made friendships really’.  

 

 Independent Living 

Everybody needs clear instructions as to how to deal with new situations, and careful 

thought is required when supporting young people with autism in: 

‘…working on those independence skills, which was the target…getting him to be at 

home on his own, to be able to catch and use public transport if necessary; to start work 

placement, and maybe work there…’ 

 

Frequently, the young person may not be aware of the bigger picture as to how their 

autism impacts on those around them: 

‘…he couldn’t understand why mum thought it was best he moved on. We tried to tell 

him that he just wouldn’t be put I a flat on his own; it wouldn’t be like that, you know, 

he’d have support. But it didn’t appeal to him’. 
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 Isolation 

This is an area where young people on the spectrum face considerable difficulties. At an 

age where NT young people tend to go out and about and explore identities with 

friends, the young people participating in the IDS 16-18 Autism Pilot were extremely 

isolated and needed help: 

‘…to really draw her out of herself’. 

 

‘…she’s quite isolated at home; her mum’s quite worried about her because she kind of 

doesn’t get out much, doesn’t have a big sort of circle of friends’. 

 

 Meeting people 

Meeting new people can be a massive challenge to people with autism, and young  

people in the transition from child to adulthood tend to be thrown into a frenzy of new 

encounters. This introduces significant stresses into their lives: 

‘…new people being introduced to her and kind of new challenges in terms of going out 

and meeting new people; doing different things that are kind of out of her usual routine, 

she found quite stressful’. 

 

Many young people, NT and on the spectrum, require help with social situations, but 

there is a difference: 

‘Whereas I think most young people would want to navigate that [social situations] for 

themselves, this group [young people with autism]…that’s where they wanted support’. 
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Today, there are many ways in which young people meet each other, and social 

networking sites are invaluable for people on the spectrum, but there is a caveat 

attached: 

‘…he speaks to people on Facebook…but [has] no friends that he meets up with or 

speaks to, or regularly has contact with from what he’s told me’. 

 

 New situations 

Challenging for many of us, new situations pose a specific threat to people with autism; 

they find it particularly difficult to establish rules for different settings: 

‘…an initial change in environment where he didn’t know anybody, he would really 

struggle with’. 

 

Help required in dealing with this may be very simple: 

‘…I think all he needed was that initial support for somebody to take him along, just to 

explain what was happening, and so that he’d got somebody that he could ask 

questions to if he needed to’. 

 

 Safety word 

In the case of one young person, it was necessary to introduce a ‘safety word’ to use if 

they experienced too much anxiety, and the support worker concerned would then take 

them to a setting where they felt safe and could reduce their anxiety: 

‘I also gave him a safety word…if he felt things were too much for him, instead of acting 

out, swearing, or assaulting anyone, that he would have a safety word that would say: 

‘well, we’ll just go home’, which he’s only used once, but which I can recognise’. 
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 Social/leisure 

One purpose of the IDS 16-18 Autism Pilot was to explore the support needs expressed 

by young people with autism. Throughout the duration of this pilot, the support was 

given primarily in the fields of social and leisure activities: 

‘I think what I’ve found interesting is looking at the kind of support that the young people 

asked for; the things they identified as being their areas of need, really. And largely, it 

does appear to be around accessing social/leisure activities…not totally, but that seems 

to be the key area’. 

 

 Stress relief 

Having someone who can help them deal with anxiety-provoking situations and put an 

action plan in place if required can alter the young person’s behaviour: 

‘…I can see there’s a change, and it’s the stress relief for her’. 

 

 Time 

The team were unanimous in their feelings that, the duration of the IDS 16-18 Support 

Pilot impacted significantly on some outcomes; whilst recognising that it was a pilot 

project, they acknowledged the need for this service: 

‘…if it [the support] went on for a longer period of time, you’d have more time to achieve 

the goals, because some people don’t adjust to things so quickly…’ 

 

‘Three months in reality is not long enough…the ones that we had the best successes 

with, I think, were the ones we already knew of or we’d got referral information from’. 
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Aware of the challenges of this type of support, the adult team also had concerns about 

the duration of the IDS 16-18 Autism Pilot: 

‘…we were worried that they wouldn’t be able to achieve any outcomes because they 

only had a [few] months…and it can sometimes take us that long to understand 

somebody and for them to talk to us properly’. 

 

That support needs may change over time is a factor that needs to be recognised and 

constantly addressed: 

‘…I think because he’s quite an able young man, I don’t think he’s had any service 

support. He probably doesn’t meet criteria; may have had [some support] when he was 

younger, but certainly not as a teenager’. 

 

 Transport training 

Being able to get out and about independently is key to encountering new situations and  

people and building confidence. However, having anxieties around doing all of this is an 

area where specific skills need to be built. Practical help in doing a task/activity often 

reduces the young person’s fear: 

‘…public transport enabled her to get more confident’. 

 

Modeling the task and then encouraging the young person to do the same is an 

approach that works: 

‘…I gently tried to get her to go first, and she got more confident buying tickets…’ 
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 Voluntary work/work experience 

Working on building confidence prior to engaging in an activity of interest may be part of 

a stepped approach into rewarding work: 

‘…he’s become a volunteer member there’. 

 

As service providers become familiar with the nature of autism and challenges faced by 

people on the autism spectrum, opportunities open up: 

 ‘…it’s given him an opportunity to have someone there, a member of staff he can build 

up a good working relationship with; build up a trust so that he’s able to go out into the 

community and possibly do some work experience as well…’ 

 

3.1.2.6 Links to other services 

 

The main services linked into were those which had to do with the interests of the young 

people in the sample group. Throughout the remit of the pilot, this mainly concerned   
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sports and leisure centres, a local railway, a horse-riding centre, a gym, and a range of 

clubs including football, snooker, and bowling. In addition, there was contact with the 

IDS, Adult Autism and Asperger Service team, and the education service. With more 

time, links to a wider range of services may realistically be expected; these would also 

reflect the more subtle support needs of people on the autism spectrum, the effects of 

which can be considerable. 

 

3.1.2.6.1 Adult Autism and Asperger Support Service 

The IDS 16-18 Autism Pilot was established in consultation with the Adult Autism and 

Asperger Service team. Staff attended initial meetings, advised on the format of their 

support model, provided case studies, accompanied the IDS 16-18 Autism Pilot team on 

initial visits: 

‘…we’d go on a first visit if they wanted us to’, or they could meet with us before their 

first visit and have a chat about more specifically what they’d do with this person given 

the information they had’. 

 

Staff from the Adult Autism and Asperger Service, met up with the IDS 16-18 Autism 

Pilot team members to discuss support and were at the end of the phone to give advice 

when necessary: 

‘…from the adult service, [a member of staff] came out with me on the first visit, and as I 

was struggling for ideas for [the young person], as he wasn’t giving any ideas of what he 

wanted to do, I did contact [the adult team] and ask for advice’. 

 



120 
 

‘The option to go out with [members of the adult team] was always in my mind; that was 

shadow training. We’ve got two very experienced members of staff who do this all the 

time…to me, that’s on-the-job training’. 

 

3.1.2.6.2 Clubs and Activities 

The clubs and activities accessed, reflected specific interests that the young people 

had, and where particular anxieties or a lack of confidence held them back from 

participating in these, enjoying them, and opening up opportunities to make friends: 

‘…she had really lost her confidence with riding…it was a big hobby of hers when she 

was younger. She has loads of certificates and rosettes…I think she had her own horse 

at one point, then had a bit of a bad ride and completely lost her confidence. But she 

was really keen to get back into it…she’s now riding regularly on her own…which she 

wouldn’t have done before’. 

 

Another young person was able to access a couple of activities: 

‘…and we went trampolining, and we went to a local railway club as well; he really 

enjoyed them. He was quite confident; you couldn’t imagine him not being confident, 

and he conversed with other people. He continues to go to both activities that have 

been set up. He goes independently, on his own, now’. 

 

Through engaging in one of these activities, he was able to start the beginnings of a 

friendship: 

‘…and he’s met a lad there who is part of organising the Thomas events, so they get on 

quite well ‘cos they have lots to talk about’. 
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3.1.2.6.3 Education  

For some young people with autism, school exclusions are a constant threat or reality, 

and the IDS team is creative in their thinking around solutions towards inclusion. A 

member of the IDS team involved with the IDS 16-18 Autism Pilot negotiated support for 

one young man who found the school environment particularly challenging: 

‘We negotiated with the school for him to come out of school to access the gym; to do 

an activity to further his independence. I was really pleased with the school’s response 

with that…a couple of years ago, they would have said: “No, he has to be in school to 

finish his education”, and they wouldn’t have been open to a discussion about exploring 

that as an intervention, really to give him extra support. And I thought that was really 

positive’. 

 

One support worker had this to say about how accessing clubs and leisure activities can 

be real stress-relievers: 

‘…she’s struggling at school at the moment; her placement within education has always 

been a bit fragile; she does find other people difficult…but she’s doing really well. You 

pick her up and ask: “How’s your day been?” and there’s always been some fracas with 

other children in her class that’s upset her, and she goes rock climbing…for me I can 

see there’s a change, and it’s the stress relief for her’. 

 

3.1.2.6.4 Integrated Disability Service (IDS) 

This was an important link for the pilot, as it was part of the bridge between the 

Children’s Services (IDS) and Adult Services. The team were trained in work with 

children and families and were advised and supported during the pilot by IDS staff and 

the Adult Autism and Asperger Service team. 
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The IDS 16-18 Autism Pilot team brought with them their knowledge from their usual 

role, and had to extend and develop skills appropriate to a different client group. Some 

staff, however, had experience with this age range in a family setting, and found the 

work less of a challenge: 

‘What I did with [young person] was very similar to what I do in my job…we have young 

people up to 19, so we kind of…we can work with this age group’. 

 

‘I work with youngsters who are on the autism spectrum and who have AS as well, so 

this pilot has kind of crossed over with my normal work’. 

 

3.1.2.6.5 Leisure Services 

This was the area where most links were made to service providers. It may reflect the  

needs of teenagers generally, or it may have been an easier option given the duration of 

the pilot. Nevertheless, it gave important insights into some of the support needs of 

young people in the 16-18 age group. 

 

As young people who were NEET did not engage in the IDS 16-18 Autism Pilot (apart 

from one, who had support around getting into voluntary work), the needs of this 

specific group were not able to be tested and there was acknowledgement that these 

may differ: 

‘Both my young people were in full-time education, so I think that was one of the 

reasons, for them, they wanted to broaden their social independence; that was the area 

that they weren’t confident in, or that they weren’t doing anything. So…where if they 
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weren’t in education or employment, then they might have wanted support around 

something different’. 

 

‘It does make me think that…it could be that they actually had more significant needs 

than the ones we did engage with’. 

 

3.1.2.6.6 Transport   

This is a particularly problematic area for many individuals with autism; an obstacle to 

accessing many activities: 

‘…her mum would take her to college, or she’d get the bus with her sister, but she 

wouldn’t get the bus on her own’. 

 

Training of transport staff around the varying needs of people on the spectrum would 

make a significant contribution to them achieving their goals in building rewarding lives. 

 

3.1.2.6.7 Mental Health 

When going out to do assessments, staff can find themselves dealing with a range of 

support needs, and some which require joint working and signposting to different 

services: 

‘…the impression I’ve got of [the young person], he’s quite depressed. He’s openly said 

he’s quite depressed; he doesn’t like going out. There was one day when the sun was 

coming in the room, and he closed the curtains…he said: “I don’t like the sun, it makes 

me sad’. 
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3.1.2.7 Successes and Changes 

 

 

Over the three months of this pilot, staff observed several changes: 

 

3.1.2.7.1 Support 

 Brought the IDS and adult service together 

Piloting the support model put in place by the Adult Autism and Asperger Service team  

required a significant amount of contact and exchange of information between the 

Children and Adult Teams. This is key to the future success of the support journey 

experienced by people on the autism spectrum as they pass through a childhood 

dependent on adults, to an adulthood where they are enabled to live as independently 

as possible, and in a way that is fulfilling for them. 

‘We had a meeting, which [the adult support team] came to, where we really explored 

the project. It had that very beginning conversation really, of the ideas of what we’d like 

to do, and the types of young people who were going to be included. We had to think 

about goals we’d be working towards. So we had that very basic information-sharing 

meeting’. 
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 Raised awareness of autism spectrum disorders among service providers 

A key part of Fulfilling and rewarding Lives: the strategy for adults with autism in 

England (2010), is the training of service providers and the raising of their awareness in 

respect of autism. Through being contacted by support workers in order that they 

negotiate access to activities for the young people they worked with, several providers 

increased their awareness of autism, were able to express their concerns about how to 

be inclusive, and ultimately ask for autism-specific training: 

‘…when I met with the railway, they were keen that somebody supported him, because 

obviously the railway’s quite a busy place, and it could be quite dangerous. They didn’t  

know a lot about autism either…but what they did ask, was that he was initially  

 

supported, and I have offered some autism training though our IDS team as well, which 

I know they’re interested in’. 

 

In order to provide appropriate training for service providers, it is essential to pinpoint 

problematic areas; one member of staff was specific about where she encountered 

difficulties arose: 

‘…the challenges have probably, as I’ve said, been around when you’re making contact 

with other organisations and clubs and societies, and their perceptions and 

understanding of autism…it was different from each club and society that you made 

contact with..’ 
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3.1.2.7.2 Service users  

 Confidence 

Support needs vary immensely, in terms of both content and amount of time required to 

provide this: 

‘…although 3 months doesn’t sound like a very great length of time, for some of the 

young people, that was all that was needed to make an enormous difference; for 

instance, to give them confidence, to enable them to make new skills, to now go out and 

engage independently in activities’. 

 

 Going to activities independently 

Lack of confidence around social anxieties and communicating with people often inhibit 

independence, but with a small, but focused, amount of support from the pilot: 

‘…I can’t emphasize how much of a change there really was. First time I met him, he 

was a shy, reserved lad; would not really say a lot. But towards the end [of the pilot 

support], he was asking questions … relevant questions. You know, he just took to it 

like a duck to water….’ 

 

 Re-engaging in a hobby 

A number of factors may impact negatively on young people with autism, and some may 

result in them withdrawing from activities enjoyed: 

‘…she had really lost her confidence with riding…she’s now riding regularly on her 

own…which she wouldn’t have done before. So, definitely, it’s given her a bit of 

confidence with that activity’. 
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 More Able to Travel Independently Having Developed New Skills 

‘Travel training was a necessary area to address with several young people as it 

prevented them accessing activities and being independent. Success can be seen in 

the following observation by a support worker: 

‘…she’s now getting the bus on her own to college, and she’s got a boyfriend she’s 

getting the bus to it with as well’. 

 

 Demonstrate Improved Confidence  

Confidence-building work is invaluable as, with time, it may be generalised to other 

situations: 

‘…he was a lad that was very very unconfident, but I think he had it in him, and he just 

needed a little kind of nurturing and then all that confidence would have come out. 

Luckily I was able to help him with that…I hope, and I think that he’ll continue to grow on 

that. I don’t think it’ll stop there; I think he’s built enough confidence now to do things on 

his own and fly the nest, as it were’. 

 

 Doing Work Experience 

Following work in confidence-building and travel training, one young person was then 

able to engage in a work placement: 

‘…I managed to find a work placement for him; so I’d worked a little bit alongside some 

of the members of the team, like Connexions…it was just going out to the football 

grounds with myself. Before though, it’s a familiar ground that he’s been to with his 

uncle, so I think he felt as though he was able to manage that’. 
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 Accessing a Number of Social and Leisure Activities 

Young people supported were keen, in this short specie of support time, to access 

activities which would bring them into social situations, and there were a range of them 

which were accessed, and which may lead to different opportunities in the future: 

‘…then on Fridays, we’ve been going to the local snooker hall as well…he enjoys 

playing those kind of things as well, so we’ve been trying to build up his confidence in  

going out in the community…’ 

 

‘…he wanted to do kind of leisure activities, sport and things like that…so we eventually 

narrowed that down to getting him into the gym…’ 

 

‘…he’s got involved with the Battlefield Railway line as well, so he’s become a volunteer 

member...’ 

 

‘…she continues to go there [rock climbing] every week now…’ 

 

 Have had an opportunity to work with a service provider 

Being able to establish trust in a service provider is crucial to young people with autism, 

and the support pilot enabled them to do this. it provided an opportunity to build on 

future working relationships to access support: 

‘So I’m conscious that we’re desensitising him for being on his own, and also building 

up a trust with myself’. 

 

‘It’s not just relying on our services, it may be the voluntary services where they’ve got 

someone who understands, who knows how they tick’. 
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3.1.2.7.3 Families 

 Feel more supported 

Working with young people has led to families feeling more supported, but the time 

frame of the IDS 16-18 Autism Pilot had advantages and some disadvantages, with the 

advantages outweighing the latter. In relation to the time frame, this was seen as a 

disadvantage: 

‘…I think the project was great, but it was just…it’s not enough in place for the 

family….it’s been a positive impact on them; it’s just…I feel it’s not enough’. 

 

 Independence 

An advantage of the IDS 16-18 Autism Pilot support was that it enabled other family 

members to be more independent: 

‘…mum and dad aren’t able to go out to work…he [the young person] is really fearful to 

actually go out, first of all, and it’s impossible for any members of his family to go out 

and leave him in the house on his own’. 

 

In addition, staff were clear: 

‘I think what we’ve been able to do is give a number of young people increased 

independence and a sense of achievement in a very short period of time’. 

 

 Access to work and improved health 

Support provided to one individual meant that with one parent who was struggling to go 

out to work and forget problems at home: 

‘…mum, has started to make steps to recovery…just to build her confidence in the 

working world’. 
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3.1.2.7.4 Staff 

 More Focused on Young Person’s needs  

One of the differences between Children and Adult Services is the involvement of the 

family and the focus of the support. Children’s Services, as mentioned, focus on the 

whole family and providing support to the individual and the family in order to prevent  

breakdown. However, Adult Services, whilst keen to involve family as additional and 

important support, have a responsibility to respect the wishes of their adult clients in this 

matter. 

 

The IDS 16-18 Autism Pilot support challenged these two different ways of working: 

‘..one of the things that’s a little bit different with working with this age group than with 

adults, is the involvement of parents…sometimes that is very helpful, because 

obviously, if they’re supportive, they have a really good understanding of the needs of 

the young person’. 

 

‘…some of the staff that did it loved it and enjoyed the different opportunity of working in 

a different way. They’ve taken some of the skills they’ve learnt from that; they’re thinking 

about independence. They’ve transferred that into the other work they’re doing in the 

Short Break work’ 

 

 Successful Negotiations 

Problems within school impact heavily on children and young people on the autism 

spectrum, and within the auspices of this pilot, staff were able to negotiate an alternative 

school timetable that subsequently enabled a young person to remain in school and not 

be excluded: 
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‘We negotiated with the school for him to come out of school and access the gym; to do 

an activity to further his independence. So I was really pleased with the school’s 

response’. 

 

 Enabled Service users to Reduce Anxieties 

Despite the short duration of the project, significant steps were made in the lives of 

some young people. In particular in terms of support in reducing anxieties given by 

accompanying people to activities – often a first step to open a gateway of 

opportunities: 

‘…we went trampolining, and we went to a local railway club as well…he was quite 

confident; you couldn’t imagine him not being confident…an initial change in the 

environment, where he didn’t know anybody, he would really struggle with’. 

 

 Good Outcomes  

The challenge of this pilot was to come up with some support outcomes that could be  

evaluated alongside the implementation of the support model: 

‘I think we saw some very good outcomes in a very short period of time, which is quite 

remarkable’. 

 

This feeling by staff was supported by comments offered by young people and parents 

alike, although both expressed a need for continued support. 

 

 Built Young People’s Confidence  

Anxieties about being alone place considerable strain on the young person and their 

family, and needs to be addressed before other support needs:  
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‘I’m just conscious that we’re desensitizing him for being on his own and also building 

up a trust with me. And so we managed those steps before we did our work 

experience’. 

     

3.1.2.7.5 Service providers’ attitudes 

The attitude of service providers has been mixed in response to allowing young people 

with autism to exercise their right to access their facilities. With a little appropriate 

information and a little persuasion, the majority were eager to address the issue 

positively: 

‘…initially, the sports centre…they were a bit reluctant to begin with…’ 

 

Others were more approachable from the outset: 

‘…and then, for instance, trampolining, the coach there had no issues.’ 

 

Unfortunately, others were not so approachable: 

‘…there was one of the people at…one of the railways, that was definitely quite off, and 

not very helpful at all’ 

 

In relation to the above example, there was fortunately another railway that was much 

more friendly and inclusive. 
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3.1.2.8 Challenges to support service 

 

 

There were a number of challenges throughout the process of establishing and 

executing the IDS 16-18 Autism Pilot, and the following highlights those emerging when 

staff reflected on the service at the interview.  

 

3.1.2.8.1 Service users 

 Informing potential users  

Disseminating information and publicity about the IDS 16-18 Autism Pilot was made 

more difficult due to time constraints: 

‘…I don’t think enough people knew about it’. 
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 Young people need to be contacted in a variety of ways 

A wider window for implementation of the IDS 16-18 Autism Pilot would have allowed 

staff to explore ways of contacting young people: 

‘…we needed to contact them in different ways…to engage their interest; and maybe 

just being more persistent in terms of writing to them, phoning them saying:” I know you 

didn’t want anything last week, but I was just wondering”… you know, that kind of thing’. 

 

 Parents were keen, but young people who were NEET, were not 

Whilst most parents were keen to have additional support for their family member, staff 

encountered a difficulty: 

‘…we had thought there’d be more people in the group who were NEET. Parents, on 

the whole, tended to be quite keen for them to have the support, but…they couldn’t get 

their young person to engage with it’. 

 

 Several young people did not engage due to the anxiety of meeting a new 

person 

It often takes longer for people with autism to build up confidence to engage in a new 

activity, and the duration of the IDS 16-18 Autism Pilot impacted negatively on some: 

‘…she was finding it quite stressful; obviously new people being introduced to her…she 

was finding it a bit overwhelming, I think, and she decided to back out’. 

 

3.1.2.8.2 Format 

 Assessments need to involve parents/carers 

As people involved in the long-term care of family members, the input of parents/cares 

can be invaluable: 
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‘…they have a really good understanding of the needs of the young person’. 

 

 Assessments need to give time to the young person alone 

It is important that the young person has time alone with the support worker as part of 

the assessment in order to facilitate distinguishing between their needs as expressed by 

themselves and those perceived by the carer. In addition, the carer also might have 

support needs: 

‘…the parent often does the talking…It’s usually what the parent wants, and not what 

the young person wants, even though we might try and persuade them it’s a good idea’. 

 

 Criteria for services need to be clear 

Many people miss out on services as they don’t quite fit the profile of the targeted 

group; publicity needs to be clear about exactly who a service is for: 

‘…and that’s always the bugbear, whether you fit into the criteria. Some just don’t fit in, 

and then those that do, don’t always want the help. So, the ones that don’t quite fit in 

miss out’. 

 

 Young people need to be able to make choices and decisions 

With a parent present, an unconfident young person will often let them make decisions 

on their behalf: 

‘Sometimes they [the young people] just give in and…their parents decide for them, but 

they’re not really interested. So that’s quite a big challenge, getting them to make their 

own decisions’. 
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3.1.2.8.3 Time 

The duration of the IDS 16-18 Autism Pilot delivery was acknowledged by staff to be 

short, and as outlined earlier, impacted on the engagement of young people and the 

outcomes achievable with a short amount of support. 

  

 Staff were at capacity and the support pilot caused tensions around time 

Within their normal work role, the Short Break staff were at capacity. The fact that the 

IDS 16-18 Autism Pilot engaged a different group of young people imposed time 

constraints: 

‘…I thought that the young people would be available during the day, and then they 

weren’t necessarily available then…the Short Break workers, their main work would be 

after school, weekends and some evenings…so they were then trying to fit these young 

people into their normal work. And I guess that for them perhaps felt a conflict of 

interests’. 

 

3.1.2.8.4 Funding 

As with all funding, there are time limitations imposed, and these impacted on various 

areas: publicity needed to be more creative to access this age group; time to engage 

with the identified group was limited, and response demonstrated that this is an 

important issue to address in the future. 

‘…but we only had a limited amount of funding, so it was for only a short spell of time’. 
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3.1.2.8.5 Training  

 Information 

Staff engaged in the IDS 16-18 Autism Pilot, came from the Short Break Service where 

they have information about children on the spectrum and their families on file in order 

to offer support. The provision of information to staff in respect of the IDS 16-18 Autism 

Pilot, was dependent on how young people had accessed it. Those already known to 

IDS had a certain amount of information about their needs on file, whereas information 

concerning those accessing the support through another route, was scanty: 

‘…with [the young person], she came through our [integrated autism] service first, so I 

had lots of information on her, but [the other young person], I only had a phone number 

and a name’. 

 

 Assessment 

Difficulty engaging staff for the IDS 16-18 Autism Pilot affected the time available to 

train and support them sufficiently; something that was voiced by staff directly and 

indirectly. They were unsure how to deal with the conflicting information concerning 

support needs expressed by parents/carers and the young people themselves, and this 

impacted on some assessments and support plans: 

‘It was [his carer] that said it, so I don’t know whether it was something that he enjoys, 

or something he feels he has to go to’. 

 

 Lone working 

There are systems in place within IDS with which the Short Break Team, as lone 

workers, are familiar. However, demands placed on staff by parents/carers of an older 

age group (16-18) which does not fall neatly across providers into Adult or Children’s 
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Services, meant that whilst staff would consider the young person as a minor,  therefore 

warranting the presence of an adult, some parents/carers would use this time as 

respite. 

‘One day, when his [parent/carer] was out, he said: “Oh, this is awkward’.  

 

3.1.2.8.6 Staff 

 Recruitment 

Initially, one person was identified who would be appropriate for the post of support 

worker for the pilot, but this recruitment was unsuccessful. At a further meeting Short 

Break Workers were identified: 

‘…primarily because of the time; as a group of staff, we had capacity during the day’. 

 

 Matching staff and young people 

This approach to working with young people possibly emerged due to pressures around 

providing support and achieving outcomes which could be evaluated: 

‘Initially it was easier, because we had a batch of referrals: children and young people 

that were identified…it was easy to look at a group and say: “Well, this young person 

lives in this geographical area which is nearer to X [member of staff], or they’ve asked 

for a male worker, or somebody wanted to do [a specific activity]. So we looked at the 

different skills within the group’. 

 

This recruitment style led to considerable difficulties in some instances: 

‘…the difficulty came because not everybody was linked up straight away…it was very 

difficult to build up a rapport’.  
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3.1.2.8.7 Information for service users and families 

 Publicity 

The timeframe of the project and publicity used were two big factors affecting young  

people’s wish to engage: 

‘…the engagement needed to be over a longer period of time, and more 

consistent…with some of those other young people [who didn’t engage] we needed a lot 

more time…perhaps to contact them in different ways; maybe by text or Facebook or 

something to try to engage their interest’. 

 

Staff felt that more thought needed to be given as to how best to provide a balance of 

information to families without overwhelming them: 

 ‘…I think that perhaps if there was more information about certain things, that might 

have spurred them [families] on to go for it [the pilot support]’ 

 

3.1.2.8.8 Family needs 

With a wealth of experience around family work, staff from IDS, are aware of parents’ 

attitudes which may affect engagement with support, especially if it is of short duration: 

‘Although we were identifying young people…when we went to see the parents…people 

are not suspicious, but they’re cautious’. 

 

 Recognising family set-up and support needs  

Parental input was variable in terms of enthusiasm for support, and reflected differing 

family needs and set-ups: 

‘…so she [the mother] was able to help him through his initial “No, no. It’s something 

different so I don’t want to think about it”. She was able to help him think about it. But 
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then there were other times when the parent did seem to be putting up a bit of a 

barrier…’ 

 

 Parents/carers needed support 

Parent’s experiences of raising and supporting a child with autism, often with minima l, 

or non-existent support, inevitably impact on them. Sometimes this manifests itself in 

them expressing, directly or indirectly, their own support needs, and this may be 

accompanied by a distrust in services: 

‘…there was the example of the mum who wouldn’t even talk to her son about the extra 

support, because she herself couldn’t deal with it…’ 

 

3.1.2.8.9 Service Providers 

The attitudes, positive and negative, of service providers contacted throughout the IDS 

16-18 Autism Pilot have already been detailed. There is some good practice around, 

and many providers are keen to receive training, both informal and formal. However, 

there is a bigger need for training across the board, and this is a need reflected 

nationally and highlighted in Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England (2010). 

  

3.1.2.8.10 Conflict with Individual Budget 

In the initial discussion stages of the IDS 16-18 Autism Pilot, funding had also been 

accessed by the IDS to pilot an Individual Budget. Despite the involvement of adult 

services at meetings, where their support model for people on the spectrum was 

detailed, staff involved with the pilot, were unclear about the support model ethos (no 
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funding) and questioned how they would fund their support; and so a decision was 

made: 

…we included the young people that were involved with the ASD pilot, to have the 

opportunity to be part of the Individual Budget pilot’. 

 

This inevitably meant that support provision may have been skewed towards the area of 

accessing leisure and accompanying equipment – priority areas of interest for many 

teens. However, as families of people on the spectrum face a range of problems in 

relation to support (many have little or no support, and others are suddenly 

overwhelmed with, in this case, information concerning pilots for different support), the 

introduction of too many new faces and systems at once may have been the cause 

behind some families rejecting support they could really benefit from: 

‘The biggest challenge I came across was the parents, but in a way, it was almost they 

were fed up with being helped…so with the whole Individual Budgets coming I n 

towards the end, I know that some money would have been great for them….but they 

kind of refused that because they didn’t want somebody else coming into the house, 

and more people’.  

 

3.1.2.8.11 Outcomes 

 Do the outcomes reflect the real picture of support needs for this group?  

Staff frequently expressed concerns that, whilst support for this group is needed, time 

constraints can make it difficult to do accurate assessments: 

‘…it’s so difficult to find out what outcomes might be, purely because we’re really limited 

by the time’. 
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Whilst some support was given, the end of the pilot came all-too soon, distorting the 

picture of real, achievable outcomes in the longer-term: 

‘…I think the idea was to start something off which they can run with; which started to 

happen, but perhaps needed just a little bit more time to kind of get them going and 

perhaps to explore some different things’. 

 

 Evidencing 

The, at times, subtle needs of young people on the autism spectrum still have a big  

impact on their lives, and they experience huge obstacles in achieving their goals. It is 

important that funders and service providers alike understand the importance and the 

subtle nature of these needs, but evidencing these outcomes remains problematic: 

‘…she seemed quite nervous about approaching somebody at the till’.  

 

This example is an instance where anxiety about engaging with strangers and not 

knowing what they might do, impacts on situations such as buying tickets for example, 

in order to go shopping, travel, or access leisure activities and facilities. 

 

3.1.2.8.12 Closure 

Closing cases in respect of support piloted indicated that time was a big factor in the 

success of support provided: 

‘...if, after 3 months [the individual] stops going to the gym, then it [the support] didn’t 

work, and the time factor would become an issue, because it would need longer for that 

confidence to grow’. 
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3.1.2.8.13 Linking with other services 

 Services involved – present and future 

As previously mentioned, service providers contacted were chiefly, though not solely, in 

the area of leisure activities. With extended time, the testing of other service provision 

might be expected to materialize as these young people journey into adulthood: 

‘…the kind of things young people asked for [in terms of support]…largely it does 

appear to be around accessing social/leisure activities…there was one other example 

where it was around something specific, about being able to be in the house on his own, 

and not feeling overly anxious if his parents went out for an hour…and also he was 

supported in terms of a work placement’. 

 

 Referral to other services 

At times, there is a need to refer to other services, and this is where joined-up working 

is so important to the health of the individual and the family as a whole: 

‘There was one young person…the situation [the support worker] found was concerning 

enough to him that it ended up being a referral back into IDS for a social work 

assessment’. 

 

3.1.2.9 Gaps 

• Engagment of NEET young people 

 

• Links to and knowledge about adult services 

 

• Clear information to families 

 

• Involvement of more services 

 

• Knowledge of services to link into in the 
future 

Gaps 
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3.1.2.9.1 Engagement of NEET young people 

The reasons for unsuccessful engagement with this group of individuals have been 

detailed throughout this analysis. It remains a gap that can be addressed and needs to 

be, and can build on successful links with schools and colleges. 

 

 3.1.2.9.2 Links to and knowledge about adult services  

With a limited time period and sample group, it is evident that staff agreed about  

many of the gaps in the IDS 16-18 Autism Pilot. There was a general lack of knowledge 

among the IDS 16-18 Autism Pilot team concerning knowledge about Adult Services 

and the links that need to be made. The young people they work with eventually move 

on, through a transition process, and this approach needs to be seamless. 

‘It’s  knowing what’s out there for them; who continues this work. So I guess it’s liaising 

with adult services and trying to co-ordinate a package that could support the young 

adult’. 

 

3.1.2.9.3 Clear information to families  

Several staff involved in the IDS 16-18 Autism Pilot felt that the information provided to 

families concerning the support being offered was insufficient, and that they were 

required to provide details which they thought family should have been aware of. The 

planning needs to be more family-centered: 

‘I think it would help for it [the support] to be laid out really clearly for them…the time 

frame was sort of mentioned, but it was up to us to say: “It’s over now”…So it would 

have been nice, I think, if families were really in the picture about what the service was 
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aiming to do; what would happen at the end of it; and perhaps give them somewhere to 

go from that’. 

 

3.1.2.9.4 Involvement of more services 

The duration of the IDS 16-18 Autism Pilot has meant that, whilst invaluable support has 

been provided, in many cases, more in-depth and detailed support needs were left 

unaddressed. This is reflected in the number of services that were linked up with. 

 

3.1.2.9.5 Knowledge of services to link into in the future 

Whilst the IDS 16-18 Autism Pilot focused on the 16-18 age group, there is need for 

staff to be aware of the details of the bigger picture. 

 

 Adult Services 

Eventually, many young people will access Adult Services, and it is crucial that staff 

supporting children and younger people are aware of the support journey available to 

people with autism: 

‘I guess it’s liaising with adult services and trying to co-ordinate a package that could 

support the young adult in working life, in community-based stuff, or education or 

voluntary services’. 

 

 Statutory and Voluntary Sectors 

Although only one young person began a work placement, this was not through the 

voluntary sector. However, they have an immensely valuable role in contributing to the 

lives of young people with autism. Frequently, they may be a stepping stone into 

employment, where the statutory sector would come into play. Adult Services have 
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been building a profile of autism-specific provision available in Warwickshire, and this is 

essential information for young people in the transition from child to adulthood. 

 

3.1.2.10 The Future 

 

 

3.1.2.10.1 Staff 

The majority of staff engaged in the IDS 16-18 Autism Pilot were trained in autism with 

young people from 0-14, and this posed difficulties in some instances: 

‘I would say the majority of young people that we work with, the top end would probably 

be 12, 13, 14, so there probably is a gap. So not all of the staff that were involved in the 

pilot would have had an enormous amount of experience working with 16-18 year olds’. 

 

Timing of support was also unexpected due to the nature of the group of individuals who 

engaged in the pilot: 

‘I guess I’d have anxieties about the staff team that I release…doing it on a permanent 

basis, because of the capacity issue…’ 

 

•Staff 

 

•Training 

 

•Format 

 

•Service Users 

 

•Model applicable to others 

 

The Future 
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For this reason, the issue of staffing is a crucial one to address in order that the support 

functions smoothly and effectively: 

I think if we were to do it for a longer period of time, then I would probably look 

specifically at recruiting to the Short Break Service, or new additional staff to do the 

role…’ 

 

There was a feeling among some staff, that, although they do have autism-specific 

training, the new age group brought with it a different range of obstacles for young 

people. There was recognition that the Adult Autism and Asperger Service team had 

more training: 

‘They have more training in autism than we do. We just have a basic…you know, 

they’ve got more knowledge’. 

 

3.1.2.10.2 Training 

 Informal 

Training and awareness-raising happen in a variety of formats, subtle and overt, and 

this has been apparent throughout the support pilot: 

‘…the number of universal services that have been touched and now know more about 

how to work with a young person with autism is, I think, quite significant…it does make 

me think that that’s quite a meaningful and significant way of training people within 

universal services…’ 

 

 Communication 

The communication needs of individuals on the autism spectrum are wide-ranging and 

specific, and staff require training in order to deal with this aspect of autism: 
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‘…I think at first, I would try and converse with him and have a conversation, but after a 

while I realised that he’s just actually talking, and not talking to me…so just to let that 

continue for a while, but then to steer the conversation back, and to be direct about 

steering it back…’ 

 

 Parental involvement 

There needs to be a clear steer as to how to involve parents with assessments and 

support for their young people on the spectrum: 

‘…it’s just recognising the importance of the family situation and the role of parents…’ 

 

 Service providers 

The attitude of service providers was extremely mixed, and challenges have been 

around: 

‘…when you’re making contact with other organizations and clubs and societies, and 

their perceptions and understanding of autism’. 

 

However, some people did not have an inclusive approach: 

‘…there was one of the people at [named facility] who was definitely quite off and not 

very helpful at all…it wasn’t blatant discrimination, but it was about putting barriers [to 

people on the spectrum accessing activities] in place’. 

 

‘It was different from each club and society that you made contact with; the reception 

about joining, and the barriers…they often put barriers up to why that person wouldn’t 

necessarily be suited to that particular activity’. 
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Fortunately, there were others who were prepared to acknowledge that they needed 

assistance in order to provide equality of opportunity for people with autism: 

‘He [a leisure service trainer] had health and safety concerns, you know – what if she 

gets to the top [of a climbing wall] and then panics and gets into a state? You know, you 

can understand where he was coming from’. 

 

This particular service provider requested autism-specific training, demonstrating the 

commitment of staff to develop positive links developed with services. 

 

3.1.2.10.3 Format 

 Publicity 

The general message from staff was that the publicity had not worked well in the given  

time frame: 

‘…I don’t think enough people knew about it’. 

 

However, with the involvement of experienced staff from a range of backgrounds, 

comes a range of suggestions as to how to improve this area: 

‘…I think, rather than letters going out…because you don’t always read them…more 

one-to-one contact, more people ringing or asking to go round and see them’. 

 

‘Maybe the SENCO would be a good start…’ 

 

‘…notice boards are quite good, and a lot of information’s always gathered by word of 

mouth, by other parents’. 
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 Start of the support service  

The general consensus was that support would be more productive if it was introduced 

at an earlier stage; discussion focused around a need for contact prior to school leaving 

age at 16, and that this link could be made by a named worker in schools who was 

already known to the young people: 

‘…The school…it might be somebody from the school… [because] you get to know 

them quite well’. 

 

‘…if it was an actual service, and people were referred through when they left school 

and people knew, or when teachers and the school knew they weren’t going on to 

anywhere, maybe that would make a difference as well. Because for a lot of them, 

they’d already been sitting at home; they’d left school May/June time, then we’re 

contacting them in January [for the support pilot]. 

 

3.1.2.10.5 Service users 

 Eligibiity 

The team felt that there was a definite need for support for this 16-18 age group 

especially those who are NEET, since they experience increased social isolation as a 

result: 

 ‘The referrals I got through were mixed in that we had some who were in education, but 

there were a lot that weren’t in education, or employment, or any kind of training 

[NEET]. And it’s that cohort that I think some sort of priority needs to be made around, 

because they’re the ones that are completely out of the system and are coming into that 

cycle of not doing anything’. 
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 Re-referrals 

Many young people who were contacted did not engage with the pilot, and there was a 

general consensus that the time had impacted on this and that re-referrals might be a 

solution to this issue: 

‘I think it happened too quick, it was tight…Some families say: Yes, I will be involved”, 

and then when it comes down to it, they won’t always engage’. 

 

 Model Applicable to Others 

Reflecting on the value of the IDS 16-18 Autism Pilot, staff involved were of the view 

that it could also have considerable benefits for people with different support needs: 

‘I think that same kind of model of support would work well with other young people with 

other kinds of needs. [For example] I can see it working well with young people with 

LDs’. 

 

3.2 I Have A Story To Tell (staff stories) 

With the emphasis emerging from Fulfilling and Rewarding Lives: the strategy for adults 

with autism in England (2010) being on listening to the voice of people on the spectrum, 

staff involved with their care, were also asked to provide stories around aspects of the 

support service. Whilst all staff had fascinating and important stories to tell, the following 

are a few which have been selected to depict the vast array of complex situations 

support workers deal with on a daily basis: 
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3.2.1 Adult Autism and Asperger Service 

  

Story 1     Successful intervention with an employer 

  

 

We had another [incident] with a national supermarket, where the guy was being bullied 

by his manager. And it was really covert bullying around picking on his weaknesses; so 

his AS behaviour, his compulsion; a bit of OCD; some of the strange things he came out 

with, in the staff room. But his manager was making the job very difficult for him, and he 

got to a stage where he put a grievance in. We supported him through the grievance. 

The grievance wasn’t upheld, but they did move this guy of ours to another department, 

another store and asked us to provide some autism training.  

 

 

 

Story 2     Success story involving multi-agency work 

 

 

Context summary: Customer was transferred to the service and was referred by an 

[alcohol addiction support] Trust, which he was accessing. He was in massive debt and 

rent arrears and was in the process of being evicted from his Housing Association 

property due to the non-payment of his rent. His alcohol addiction and addiction to the 

local strip club had resulted in the loss of 2 part-time jobs due to his inability to turn up 

on time and accusations of stealing. The Customer admitted that he had been stealing 

bottles of drink and cash, to maintain his lifestyle of late night drinking and attending the 
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strip club; he did this as he believed the girls in there were his friends. Customer’s life  

was very chaotic, and he was in a real mess with family relationships and was also 

struggling to manage his diabetes. 

 

Story: We started by establishing a relationship and looking at what tasks each role was 

responsible for. The referring [alcohol addiction] Trust took on the alcohol and rent 

arrears, and the rest was dealt with by us [support workers]. Customer luckily was not 

evicted, and the court created a payment plan each week from his benefits. I did some 

work on his diabetes and what foods to eat; I also helped him look at budgeting and 

food shopping, support with looking for a job, personal care, routine and living 

conditions; we attended medical appointments and court dates. Over the period of 6 

months, Customer was doing much better. He had taken the advice of the [alcohol  

addiction] Trust and had declared himself bankrupt, this cleared a lot of his debt and 

stopped the stress from the bailiffs. Customer started to look after himself a lot better, 

although he was still obsessed with meeting criteria and receiving a service from the 

mental health team or the learning disability team. 

 

[Another support worker] stepped in to avoid attachment to the previous one, and the 

case was closed and reopened as required. He was subsequently helped with applying 

for grants and financial aid from a number of charities, writing covering letters and 

application forms. 

 

A volunteer was put in place jointly with the volunteer service in Warwickshire County 

Council and the Adult Autism and Asperger Service. The volunteer meets with him 
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regularly, and has just updated the team: the Customer is now flourishing. He is 

managing his personal care and living conditions well. Help has been provided to 

access furniture for free, and the Housing Association have renovated his kitchen. He is 

currently debt free due to the success of his benefits being raised and one-off payments 

from charities. He is volunteering full-time for a community café, and is doing really well. 

 

Customer knows how to contact the service if he requires, and the volunteer worker is 

doing a great job of supporting him doing social tasks and meeting for coffee once a 

week, which the Adult Autism and Asperger Service does not have the capacity or time 

to undertake. 

 

 

3.2.2 IDS 16-18 Autism Pilot 

 

Story 1     Linking up of staff from Children and Adult Services 

 

 

When we’ve looked at the opportunity and how we’re going to engage, there was one 

young person that we worked with where we agreed that his current support worker, X, 

from the Autism Team, would work with him, rather than a different person being 

introduced. And [the support worker] came to one of the meetings, because he’d 

actually never met [the adult support workers] before. So we’re all here, we all work 

together, but X is in the Autism Team within the IDS, but he’d never met the autism 

workers within the adult service. And I think that was something very simple, but 

actually, through the pilot, he’s now come to meetings, he’s engaged with [the adult 
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support workers]. And he’s got a much better understanding of how they work and the 

type of support that they’d be able to do. He’s actually then gone off and engaged with 

the young man that he’s working with in a similar way of promoting independence: 

resourcing and looking at apprenticeships; thinking about work; thinking about housing; 

and it altered the way that he approached the work he’s doing with that young man. 

Hopefully, when he’s working with other 16-18 year olds, it will change that again. So 

that will change that transition then into adult services with [the adult support workers] in 

the future; it should be easier. I think from the pilot, we’ve got a better understanding of 

their role, how they work. We’ve actually brought the way that IDS work with young 

people that age much closer, and we’ve become much more focused on the young  

person. We’re thinking about outcomes for them, whereas we very often would think 

about family outcomes; think about the impact on parents rather than actually focusing 

on the young person and their independence. So I think it has altered the way that we 

work, which is fantastic. 

  

 

Story 2     A success story following support 

 

 

As part of the 16-18 year old ASD support pilot, I worked with a 17 year old girl (NL). 

After NL was initially introduced to the idea of the pilot, I went to visit her and her mother 

at their home in South Warwickshire. NL was very half-hearted about taking part in the 

pilot; she agreed to take part, but with very little enthusiasm. NL told me that she was 

‘hard work’ and that she had had support workers in the past that had taken a very long 

time to form a relationship with her. 
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After completing the initial paperwork with NL and her mother, a plan was made to 

support NL with horse-riding as this had been her passion since she was a child. In 

recent years, however, NL had lost her confidence around horses and has not been 

able to fund more lessons. NL’s mum has just received a sum of money from the  

‘Family Fund’ which enabled NL to begin riding again. She would, however, need a one 

to one worker to ride alongside and support with any issues. At this point, I enlisted 

another worker to ride with NL and booked them both in at a local stable for a hack. I 

accompanied NL to the first hack and saw her visibly ‘light up’ when she got onto the 

horse. NL said that she had thoroughly enjoyed herself and couldn’t wait to come back. 

These sessions continued fortnightly, and NL’s confidence grew with the horses and 

other riders at the stable. 

 

When the pilot was due to finish, NL called me for help in contacting a stable closer to 

her home so she could continue riding after the one to one support came to an end. I 

believe this to be a massive step in NL regaining her confidence in riding, and 

consequently widening her social network. 

 

3.3 Service Users 

3.3.1 Service Users’ Questionnaire Survey (post 18) 

3.3.1.1 Response rate, gender and support need 

85 people were contacted, and 8 people returned questionnaires (a 9% response rate); 

several may have required assistance to complete the questionnaire. The low response 

may have been due to the fact that only 50 are active cases with regular contact with 

support staff, and with no administrative support at the time of the evaluation, the two 
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support workers were struggling with their usual caseload plus additional administration 

and support requirements. Whilst Robson (2002) states that a response rate of 30% 

may well be a representative sample in some instances, it is essential to keep in mind 

that, although the response rate was lower than this in respect of several respondents, 

this evaluation held as a prime aim the development of tools to access the views of 

service users who, because of the nature of autism, may be vulnerable.  

 

Of the respondents, 72% were male and 28% were female, which reflects the ratio of 

prevalence of autism in terms of gender. All service users considered themselves to 

have a need for support. 

 

3.3.1.2 How did you find out about Warwickshire Adult Autism and Asperger 

Service? 

The role of family members is crucial to adults with autism in Warwickshire being able to 

find out about and access the support service. Publicity by the Warwickshire Adult 

Autism and Asperger Service and links made by the team with other services has also 

enabled adults with autism to gain support. However, referral by professionals to 

services at the present time is low. 

 

Family member 
43% 

Autism team  
29% 

Social worker  
14% 

Psychiatrist 
14% 
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3.3.1.3 Who Referred You to Warwickshire Adult Autism and Asperger Service? 

The people who informed adults with autism about the support service were generally 

those who had referred the individual to the support service. However, one individual 

made the referral themselves. 

 

 

3.3.1.4 Support 

The earliest support start reported was in August 2009 and the latest in April 2011, so 

service users had received support for a range of times. 

 

3.3.1.5 Receiving services 

Service users had received support for time periods ranging from 3 months (the most 

recent) to 21 months, with the average time period being 9 months. All were still in 

receipt of support at the time of completing the questionnaire. Nobody who had 

previously received support responded to the questionnaire, however, and a possible 

reason for this may be that they would have need support to do so. 

 

The individual  
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Family 
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14% 
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3.3.1.6 Has the support helped? 

Everybody who had been in receipt of this support stated that it had been helpful. 

 

3.3.1.7 Why did you contact Warwickshire Adult Autism and Asperger Service? 

Whilst some of the reasons for contacting the support service were very practical (in 

relation to finding and keeping a job (11%), addressing threatened homelessness and 

resolving benefit problems (11%), others were the more subtle reasons that prohibit 

people with autism from accessing services. These relate to high levels of anxiety 

(12%), social skills (11%), help with communication (11%), and also a general feeling 

that support would be good (11%). In addition, there were a large group who clearly felt 

a need for support, but who were unable to point to any specific area. This may have 

been due to being overwhelmed by their present lifestyle and the effect of their autism 

on this. 

 

 

3.3.1.8 Have you had support in any of the following areas? 

The two areas where there was the greatest need for support reported by individuals  

Thought it would 
help11% 

Threatened with 
homlessness 

 11% 

Help with 
communication 

11% 

Benefit problems 
11% 

Anxiety 
 12% 

Socially 
withdrawn 

 11% 

Employment 
11% 

No response 
22% 
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with autism, and which can be argued to be inextricably linked, were dealing with high 

levels of anxiety and stress (16%) and getting out into the community (16%). 

 

Assistance with family relationships, looking after yourself, finding/keeping a job and 

housing/accommodation were areas requiring the second greatest support input (10%). 

Family relationships is an area where adults expressed a support need in helping others 

understand their challenges in order to help them reduce anxiety/stress levels and 

behaviour outbursts often occurring as a direct result of anxiety or stress. 

 

Looking after yourself concerned aspects of personal safety, hygiene, leading a healthy 

lifestyle and independent living. As many adults with autism are still living with family 

members such as parents, they may well have assistance in this area and not name it 

as a high priority need. 

Aspects related to independent living also featured. Finding/keeping a job are two areas 

where adults with autism have considerable problems (10%). In order to consider these, 

they first need to be able to handle their anxiety and stress levels. Once a strategy has 

been implemented to help them with these, finding an appropriate and relevant job, 

voluntary or paid, is the next step towards independence; however, considerable 

challenges were experienced in this matter and particularly relating to a lack of 

awareness of autism by employers and colleagues alike. A lack of awareness and 

understanding greatly impacted on individuals’ ability to maintain their job due to 

additional stresses being placed on them. 

 

Accommodation, another significant area in respect of independent living, raised 

questions about the awareness of staff working in this sector in relation to autism. 10% 
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of participants in the survey raised this as an area requiring support, and individuals 

living in noisy accommodation experienced increasingly high anxiety due to 

overwhelming sensory stimulation which impacted on their health and ability to function. 

Managing money and bills, relationships and avoiding bullying and abuse were 

mentioned by 7% of individuals as a support need. In order to be able to live 

independently, adults required assistance with budgeting and managing benefits or 

salaries, skill areas which were perhaps not addressed, or certainly not successfully, 

during earlier years. 

 

Building successful relationships is an area which 7% of respondents find challenging, 

and this was reflected in support needs expressed. Social anxiety can impact negatively 

on opportunities to build and explore friendships and possible relationships. 
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Bullying and abuse are two areas where 7% of respondents face difficulties in almost 

every aspect of their lives: school, college, social and employment and they need to be 

helped with strategies to deal with this and avoid future recurrences by being helped to 

build friendships and being valued for the contributions they are able to make to society. 

 

3.3.1.9 What two areas of support were the most helpful? 

Dealing with anxiety and stress was the area which individuals receiving support found 

most helpful (22%) and one which was probably linked in some cases to being able to 

get out into the community (15%) and, as a result, not be so isolated. Having a 

sympathetic listener was also invaluable (14%), and undoubtedly contributed to 

reducing anxiety and helping people understand that they were not alone in their 

experiences. Enabling individuals to live independently was also reported to be a 

successful area of support which may also assist in improving confidence and self-

esteem and combating feelings of isolation. Specific areas mentioned relate to filling out 

forms (7%), attending college (7%), acquiring and maintaining voluntary work or a 

placement (7%), and going to an interview (7%). 
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Although some of the respondents were living independently, 7% of the respondents 

expressed a desire for support relating to other family members. This reflects the real 

difficulty that individuals with autism face as regards communicating, relationships and 

friendships, since these are all elements of a successful family life. 

 

3.3.1.10 What two areas of support would you change? 

44% of respondents expressed satisfaction with their support. The remaining support 

areas mentioned related to matters that individuals on the spectrum find particularly 

challenging in relation to the areas of communication (listening, 11%), social interaction 

(initial review, 11%), managing anxiety and stress (anger management, 11%) and 

independent living (looking after yourself, 11%). However, the questionnaire survey did 

not permit in-depth exploration of the reasons behind these areas being mentioned. 

 

 

3.3.1.11 Is there anything else you would like to say about your support? 

Additional comments made about support workers were generally positive. It was 

important to some individuals to have something in common with their support worker: 

‘We’re on the same level and like the same music. It’s easy to open up to him’. 
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Another key aspect in building a relationship and enabling an individual to be more at 

ease, was knowing that the support worker had some personal knowledge or 

experience of autism and might be empathetic.  

 

Some individuals found doing the questionnaire challenging and not an easily 

accessible format in which to express their views. However, they were pleased that at 

least their views were being sought: 

‘I’ve found it [the support] very helpful, but also quite difficult too. I don’t want to do the 

questionnaire, thank you, but it’s very good you are listening; too complicated’. 

 

Independent living is an area that was frequently touched on by respondents, and is 

something where people on the spectrum require specific support. One adult had this to 

say: 

‘The support that has been given to me has helped me to be where I am today, in 

permanent accommodation, and will continue to help me find employment and how to 

deal with my independence’. 

 

This last comment perhaps sums up the extent of support required and the very real 

appreciation shown by individuals when it is offered. 

 

3.3.2 Service Users’ Questionnaire Survey (16-18) 

3.3.2.1 Response rate, gender and need 

7 young people received support, 4 questionnaires were returned (66% response rate). 

Of these, 50% were male and 50% female, and all reported that they considered 

themselves to have a need. 
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3.3.2.2 How did you find out about the 16-18 Autism Project, and who referred 

you? 

The most common route for hearing about the pilot support service, was directly through  

the Autism Team in the IDS (75%) who made contact with the young person and/or their 

family. The remainder of referrals (25%) came through college staff. All referrals to the 

IDS 16-18 Autism Pilot were made by the service provider who had contacted the 

individual initially to establish their interest in the additional support. 

   

 

Several routes were used for referrals to the pilot support service established for the 16 

-18 year old age group:  

 disseminating information to practitioners by the Multi-Agency Transition Group 

for the autism pilot which comprised senior managers from Children’s Services, 

Adult Services, education (including Warwickshire College), health, Connexions 

and the voluntary sector  

 

 referral of young people known to the Autism Team, IDS whose cases had been 

recently closed, but who thought to benefit from extended support 

 data on individuals transferring from Children’s to Adult Services taken from the 

Transition Case Planning and Aspire (Connexions) databases 

College 
referral  
to IDS 
25% 

Autism 
Team, 

IDS  
75% 

0 0 
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 contacting young people, 16-18, who were on the waiting list for the Adult Autism 

Service 

 

 picking up on any young people with a diagnosis of autism referred to the Short 

Break Service 

 

3.3.2.3 Support 

Support was provided from October to March, although as there was a crossover with 

another pilot project, the Individual Budget Pilot, some service users reported their 

support date as being when their budget payment was received as opposed to the 

autism support. Consequently, the data in relation to this point, was not entirely clear. 

 

3.3.2.4 Receiving Services 

At the time of completing the questionnaire, all service users were still in receipt of 

support. 

 

3.3.2.5 Did the support help? 

Whilst 75% responded that they were finding the support helpful, 25% confused the 

autism support with the Individual Budget pilot and reported the support as not having 

occurred. One individual commented that they had not used the support yet, but had: 

‘Recently been given a sum of money to enable me to have mentoring, attend some 

short courses and assist travel’.  

 



167 
 

However, the autism support was still being provided, and it may be that financial 

support was of more importance at this point, or was understood to have been a part of 

the support pilot specifically around issues relating to autism. 

 

 

 

3.3.2.6 Why did you contact the 16-18 Autism project? 

Since the young people were referred to the project by a service provider, it may well 

have been that the referral was not discussed with them or totally understood; this may 

therefore account for the 25% who did not understand the question. 

 

Warwickshire Children’s Services has worked hard to identify those who are on the 

autism spectrum in the county, and were aware of several people in the 16-18 range 

who would be eligible for the support pilot; 50% of the referrals were accounted for in 
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this way. The remainder of the referrals  were by a college contacting the IDS, and were 

in relation to a specific need i.e. travelling to college. 

  

3.3.2.7 Have you had support in any of the following areas? 

Service users more frequently requested support in the area of going out into the  

community (75%); this entailed accessing different activities and combating feelings of 

isolation, both of which are considerable challenges for people on the spectrum. The 

other areas where clients had received support, namely as regards employment, joining 

new groups, looking after yourself, coping with anxiety and stress and advice around 

relationships were equally important to this age group. 

 

The other area which service users indicated as being an area of support emerging 

from the IDS 16-18 Autism Pilot, was that of the Individual Budget, and again, 10% of 

individuals had received financial assistance from this source. 

 

 

 

Employment  
10% 

Getting out into 
the community 

30% 
Relationships 

 10% 

Anxiety/stress  
10% 

Individual  
budget  
10% 

Looking after 
yourself  

10% 

New groups 
 10% 



169 
 

3.3.2.8 What two areas of support were most helpful? 

Accessing and engaging in activities was the most common support need expressed by 

this age group, and reflects the lifestyles of the neurotypical teenager. However, in order 

to fulfill this goal, young people with autism needed to discuss their needs (11%), be 

provided with information (11%) and, in many cases, supported in dealing with high 

levels of anxiety (11%) and low levels of confidence (11%).  

 

Young people, who were still attending school, also expressed a need for support in this 

environment (22%) demonstrating the considerable challenges faced in relation to 

school/college. In relation to one person’s needs: 

‘Problems going to college e.g. travelling’ 

 

the support provided by accompanying them on the bus had helped them: 

‘Gaining confidence from travelling on the bus’. 

 

 

3.3.2.9 What two areas of support would you change? 

The young people who were involved in the pilot, all felt the support to be essential in  
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assisting them in achieving their set goals and would have liked it to continue. However, 

25% of them expressed a wish/need for increased support, and this would be an area to 

explore in more depth. Nonetheless, a strong message was sent by the young 

participants in the IDS 16-18 Autism Pilot, that support was key to their future 

successes in life. 

 

 

3.3.2.10 Is there anything else you would like to say about your support? 

 

50% of the young participants in this pilot support mentioned that the additional support 

had facilitated them engaging in activities: 

‘I found it very helpful and do not think I would be doing the activities I’m accessing 

without the support’. 

More support  
25% 

Continue 
support the 

same 
 75% 

Support helps 
me do 

activities  
50% No extra 

comment 
made 
 25% 

Individual 
budget helped 

25% 
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It is known that people with autism experience high levels of isolation, and this support 

is key in enabling them to tackle this and access their community in a meaningful way. 

 

As a client group not accustomed to being asked their opinions, particularly in relation to 

support, it is perhaps not surprising that 25% of service users were unsure what 

additional comments or information they could add. As young people in the transition 

period to adulthood, it is acknowledged that they would be in a phase where they 

experienced new and different challenges on a daily basis. As such, they might not 

have had sufficient information to make an informed choice concerning their support 

needs. However, as with many young people (and adults), this assistance of extra 

finance is always a bonus, and this was reflected by 25% mentioning the Individual 

Budget (piloted in tandem with the support pilot) as a useful form of support. With 

increased access to support, it could be expected that they would have many more 

feelings and thoughts to add in relation to their needs. 
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3.3.3 Service Users’ Support Narrative Diaries 

3.3.3.1 Service Users’ Narrative 1 (post 18)
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3.3.3.2 Service Users’ Narrative 2 (post 18) 
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3.3.4 Service Users’ Narrative Diaries (IDS 16-18 Autism Pilot) 

The following is a narrative done by a service user who received support from the IDS 

16-18 Autism Pilot. She was provided with a diary to do this, but as she also had other 

commitments due to college, chose to comment on support she had received solely 

through the pilot. In addition, having support to write this appears to have been an 

enabling factor in this process. 
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3.4 Parent/Carers 

3.4.1 Parent/Carer Questionnaire Survey (post 18’s) 

Response rate: 19 parents responded to the questionnaire survey (24% of those 

contacted). 

 

3.4.1.1 How are you related to your family member who has been receiving 

support from Warwickshire Adult Autism and Asperger Service? 

 

The majority of respondents of the questionnaire survey concerning adult family 

members on the autism spectrum were mothers (82%), with both parents participating 

coming second (8%) followed by fathers (5%) and sisters (5%). 

 

3.4.1.2 How did you find out about Warwickshire Adult Autism and Asperger 

Service? 

Connexions was the primary organisation informing adults on the spectrum or their 

families of the support service (24%) and, because of their policy, would have been 

concerned with younger adults. The Autism Team (15%) and the Evaluation Team 

(14%) were the second source of information about the service. There were a range of 

Mother 
82% 

Father 
5% 

Sister 
5% 

Parents 
8% 
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sources who were involved with successfully passing on details about the service to a 

similar extent, and these were: the internet (7%), Warwickshire Carer Support Service 

(6%), CAMHS (6%), PHILLIS team (6%), a family member (6%), a friend (6%), youth 

group staff (5%) and via a GP (5%). 

 

 

 

3.4.1.3 What was your reason for becoming involved with Warwickshire Adult 

Autism and Asperger Service? 

Whilst 10% of respondents were not aware of the service, the most common need 

expressed by the majority of parents/carers was for support in general (27%): 

‘After hearing a talk at a support meeting, we made contact in hope of gaining further 

support’. 

 

An insightful story from a mother concerning her son’s experiences builds a bigger 

picture about support needs for the individual and their family: 

Family member 
 6% 

Connexions 
24% 

Autism team 
15% 

Warwickshire 
Carer Support 
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 6% 

Internet  
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5% 
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6% 

CAMHS 
6% 
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14% 
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‘After leaving school, he attended a Connexions course (which he enjoyed), but has 

remained unemployed and financially supported by me up until 6 months ago when he 

was able to claim benefits. As [my son] has no identifiable mental health problems and 

learning disability there appeared to be no help from any outside agencies. [My son] has 

become reclusive, has no friends and is too frightened to go out on his own – his main 

pastime being his computer. [My son] accessed the service to deal with his anxiety and 

build up his confidence to be able to communicate with people outside the home. 

 

 

Social needs were a key area where respondents considered support to be important 

(15%): 

‘…have help with his social needs as he finds it difficult to make new friends and join in 

group activities’. 

 

and this was followed by parents/carers stating a support need in the areas of 

employment (11%): 

Social needs 
15% 

Independence 
7% 

Money 
management 

4% 

Family  
support 

7% 

Individual's 
future 11% 

Support in 
general 27% 

Anxiety/stress 
management  

4% 

Building 
confidence 

4% 

Employment 
11% 

Not aware of 
the service 

10% 
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‘To support my son to look for work and attend interviews’. 

 

 and as regards the individual’s future (11%): 

‘To try and get some support for my daughter for the future’. 

 

‘Anxiety about my son’s future life, when I am no longer around’. 

 

Family support (7%) and help with independent living (7%) were also important needs 

identified by respondents as were money management (4%), building confidence (4%) 

and managing anxiety and stress (4%): 

‘…I felt it important that [my son] receives support in order for him to develop his social 

skills, become more independent and be able to work (e.g. hold down a job)’. 

 

3.4.1.4 Has your family member had support in any of the following areas? 

Support has been provided mainly in respect of family members with autism accessing 

the community (14%) and finding/keeping a job (9%). Assistance was also required with 

independent living in the form of managing money/bills (6%) and housing (4%). Two 

other key support needs mentioned related to helping individuals with family 

relationships (6%) and personal relationships (2%). 

 

Some families had received invaluable support through other organisations such as the 

May Day Trust (housing), but there was a general feeling that links with other 

organisations was scarce: 

‘Really need links to other agencies re counseling etc’. 
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In addition to those who answered the questionnaire survey, there were a few parents 

who wrote letters or added additional comments to the survey to express their thoughts 

about a total lack of support except, in some cases medication: 

‘His G.P. prescribes anti-depressants. No other support’. 

‘I help my son – I do all his shopping and bills, get him up for college. No help from 

anyone else’. 

 

In relation to her son with autism, one mother commented on her lack of support: 

‘[Support is] not by Warwickshire Autism team; only myself helping him’.  

 

These responses were related to awareness of the support service. 

3.4.1.5 Has the support helped? 

The majority of adult respondents felt that the support had or was still helping (60%). 

However, 40% did not consider this to be the case, and this might in part be explained 

by the fact that all respondents’ family members were still in receipt of support, and that 

some had only had support for a relatively short period of time.  

Finding/keeping 
a job 
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Managing 
money/bills 

6% 

Getting out into 
the community 
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Family 
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Some of the support that helps is in relation to support groups: 

The support group meets in Stratford 1st Wed of each month. It is nice to meet other 

families who are going through the same things that we are!’ 

 

 

In relation to isolation, a friendly person who listens is often an important need: 

‘[It] has been nice for him to have someone to chat with’. 

 

Confidence is another area where family felt there to be a support need: 

‘[My son’s] confidence has improved and he looks forward to seeing [his support 

worker]. 

 

Broad, but specific independent living skills were placed fairly high on the agenda by  

family members, although this did not always match the support that they reported as 

having been provided: 

‘[My son] has learnt to cook meals of his choice independently. Currently, he is in the 

process of receiving support to enable him to access community leisure facilities 

independently. [I] have been very pleased with the support’. 

 

Yes 
60% 

No  
40% 
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As regards support with employment, one mother drew attention to the value of outside 

support services: 

‘A member of the team supported my son to complete a job application and attend a job 

interview, which he would have been unable to do without support. I could have helped 

him, but felt that he needed to become more independent’. 

 

Family who were less satisfied with the support offered the following explanations in 

relation to staffing resources: 

‘When there are big problems, sometimes you cannot get hold of anyone quickly’. 

‘[The support has helped] but…we always have to make the contact, and often things 

are not followed through e.g. no contact from [the Adult Autism and Asperger Support 

Service] for over 8 months – [I] know they are understaffed! 

 

‘Does this ‘support service’ exclude those with no formal diagnosis of Asperger/Autism?’ 

 

3.4.1.6 Are there any other comments you would like to make about your family 

member’s support? 

There were some very positive comments made about the support service by family 

members: 

‘I cannot praise this service enough. We have been informed a workshop will be held in 

July that [our son] can attend. Hopefully, this will lead on to other things for him. This is 

an excellent service, and we are very grateful for their input. It is a lifeline for people 

with autism and Asperger’s’. 
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In relation to staff: 

‘The autism service broker has been professional and caring’. 

 

‘It is very useful for young people to have a support worker help them with tasks, so that 

they are not always reliant on parents to support them. It was easier for my son to take 

a worker to his interview, rather than having to take his mum!’ 

 

In relation to her daughter, one mother commented: 

Fantastic service! [It] would be very useful if it was ongoing’. 

 

Other family members were less satisfied: 

‘What help? We haven’t even spoken to anyone, let alone received any help’. 

 

‘If support is available, it is not offered; it has to be pursued, often without success, to 

the point that you can’t be bothered anymore!!’ 

 

A point raised by some families can be reflected in the words of this mother: 

‘We as carers (parents) feel we are being ignored. We have the stress that it all entails, 

but nobody does anything for us. 

 

This is one example given as a way of improving the support service: 

‘More written communication to family members, i.e.about changes in services, because 

sometimes we are the last to hear and problems start because [my sister] doesn’t 

understand. Also, when they have to go for important things like Job Centres or filling 

out forms, they get confused. More help would be good then.’ 
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Finally, a mother commented on her involvement with people with autism and had this 

observation to make: 

‘I would like to say that I try and help others who have not received formal diagnosis of 

Asperger/autism. There are many of them who receive no help at all. They also have a 

voice.’ 

 

3.4.2 Parent/Carer Questionnaire Survey (16-18’s) 

Response rate: 4 parents responded to the questionnaire survey (67% of those 

contacted). 

 

3.4.2.1 How are you related to your family member who has been receiving 

support from the 16-18 Autism Project? 

 

 

The majority of parents/carers taking part in the questionnaire survey were mothers 

(75%), and this is perhaps to be expected since mothers remain the primary caretakers 

of children and young people.  

 

 

 

 

Mother 
75% 

Grandmother 
25% 
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3.4.2.2 How did you find out about the 16-18 Autism Project? 

 

As with, the response by the young people in the 16-18 age group, the majority of 

parents/carers (75%) had received information about the IDS 16-18 Autism Pilot via the 

Autism team, IDS. The remainder (25%) had been informed by the person responsible 

for the lead on autism in Warwickshire. Although there had been other information and 

referral routes, the direct service responsible for promoting this pilot was the most 

effective in this instance. 

 

3.4.2.3 What was your reason for becoming involved with the 16-18 Autism 

Project? 

Support in relation to developing skills around independence and the future were high 

on the agenda of parents and carers (20% respectively): 

‘Support for son [with an] ASD to participate in more activities without parents’ support’. 

 

This reflects evidence around the needs of both individuals on the spectrum and their 

families on whose shoulders support predominantly rests.  

Autism, IDS 
 75% 

Warwickshire 
Autism Lead 

25% 
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Another support need, was in relation to supporting young people in their educational 

setting, and this parent’s frustration brought together past, present and future support 

needs: 

‘My child has had difficulties for many years, and further education was not going well. it 

was to try and prevent F.E. breakdown and encourage thinking about the future’.  

 

The challenges experienced by family members looking after someone with autism can 

lead to a change in living circumstances for the young person to ease pressures. This is 

a clear indication that information, advice and support is crucial in order to avoid 

additional complications such as family breakdown. This was mentioned in relation to 

support required by both the individual on the spectrum and the carer, demonstrating 

the importance of multi-agency work. 

 

To help inform 
service 

providers 20% 

Support for 
young person 
and carer 20% 

Prevent college 
breakdown 

20% 

Plan for the 
future 20% 

Encourage 
independence 
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Another important reason put forward by parents for taking part in the IDS 16-18 Autism 

Pilot, was in a bid to inform providers of the needs of families and individuals in order to 

help influence and effect change: 

‘How can you expect to have the right resources to help/support individuals and families 

if services do not have the knowledge to do so?’ 

 

3.4.2.4 Has your family member had support in any of the following areas? 

 

Two key areas stand out in relation to support needs manifested by family members 

with autism: dealing with anxiety and stress (25%) and getting out into the community 

(25%). These may also have been the forerunners to support needs in relation to 

accessing activities (10%) and advice concerning relationships (10%). 

 

Inevitably, as regards support, the short time frame of the IDS 16-18 Autism Pilot was 

reflected in responses such as this by one parent: 

‘I’m not sure what benefits were supposed to be gained or what the support was 

achieving’. 
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3.4.2.5 Has the support helped? 

Again, the time frame of this pilot support service impacted to some extent on the ability 

of parents and carers to assess its effectiveness: 

‘I’m not sure. It [the support] was so short in duration (around 5-6 sessions) and didn’t 

appear to have any clear targets, aims or structure’. 

 

This was counteracted by support with some young people, who really only needed a 

short amount of support to tackle a particular area preventing them from accessing 

many activities. One mother commented: 

‘Independent travel: is now able to do this most of the time independently to places she 

has practiced going to and from’. 

 

One family found the IDS 16-18 Autism Pilot frustrating, and this was directly linked to 

the time frame and the anxiety experienced by the young person with autism when 

dealing with a new support worker. In this instance, it was difficult to explore what 

support was required, and there was a considerable need for family support in general 

since other services, such as CAMHS, had long waiting lists. 

 

Yes 
50% 

No 
25% 

Support not 
long enough to 

decide 25% 
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3.4.2.6 Are there any other comments you would like to make about your family 

member’s support? 

Family members expressed themselves differently around the value of the IDS 16-18 

Autism Pilot, and comments were, with few exceptions, positive. Exceptions related to 

the short time scale of the pilot which impacted on communication between staff and 

families. 

 

Needs mentioned were in relation to respite: 

‘I was very glad of the small amount of respite it gave me’. 

 

In addition, the support given by a sympathetic person who was not a family member 

enabled the young person to enage in new and different activities and to visit different 

places. In the following example, the young person had also expressed satisfaction with 

the support, and this demonstrates the need for external agencies to provide assistance 

for both individuals with autism and their families: 

‘[The support] has made her have to do things which she would have refused to do with 

a family member’. 

 

Family members frequently feel overwhelmed by a lack of information or confusing 

information due to it coming from different sources, and this was expressed by some 

parents: 

‘I feel there are too many ‘satellites’ (my word) for the various organisations dealing with 

disadvantaged teenagers’. 
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Care of a family member requires that all involved receive accurate and appropriate 

information. Parents and carers expressed a need for this to be clear and consistent in 

order that they understand the nature of the support and can provide feedback as to its 

effectiveness: 

‘I don’t feel it [the support] achieved any useful long-term changes, especially as no-one 

communicated with me during or after, especially to see if there had been changes 

during the sessions, and I wasn’t sure who to contact’. 

 

One carer did comment on the value of the Individual Budget which assisted her family 

member to access courses, mentoring and have travel assistance, and commented that 

this was invluable in getting into the community. 

 

That support for the whole family is essential, was expressed by one parent who has 

more than one disabled child: 

‘We’ve been trying to do this [support one of the young people in the family] for a long 

time, but found we were unable to keep up due to a sibling with severe mental disability 

and health needs being ill regularly’. 
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3.4.3 Parent’s Stories (post 18) 

3.4.3.1 Parent’s Story 1 

 

 

 

Story 2 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



192 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



193 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



194 
 

3.4.3.2 Parent’s Story 2  

With only two staff covering the region, not every support intervention is successful. However,  

with staff being made aware of this parent’s dissatisfaction, steps were made to include 

Jamie in aspects of the evaluation to express his view. He will soon be working on a 

photomontage with a support worker and someone from the evaluation team. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Since leaving College, Jamie has had no help whatsoever! 

 

Connexions originally contacted him to help find work and arranged a couple of interviews which they 

attended with him and helped with the applications. The Council then changed their Providers and we  

had no contact for a long time. A [support worker] then contacted us a couple of times and met with  

Jamie in MacDonalds. After the second meeting we heard nothing from [the support worker]. After about  

12 months we had a call from [another support worker] who said he had replaced [the first worker] and 

wanted to meet Jamie. I said if he was only going to come once and not return then there was no point 

bothering as Jamie was getting stressed at all the changes. [The support worker] promised that would  

not be the case but, low and behold [the support worker] came once and we never heard from [the  

support worker] again. 

 

Jamie was advised he needed to do volunteer work to get ahead. He desperately wanted to work in a 

hospital as a porter so volunteered as a Friend of St Cross in Rugby. This lead to an interview for a  

Porter's role. He was declined due to Health & Safety Issues. 

 

He has had no contact from anybody in the last 3 years - he is now 24!!! 

 

I was off work last year after an operation and decided I would try to find him work myself. He was  

getting so down. He is a lovely, friendly young man who loves to help people and just wants to be 

appreciated and feel he is needed and doing something worthwhile. 

 

I Googled ‘Centres for Autism’ and found a private home in Leamington that accommodates Autistic 

 Adults. I rang them and asked if they could help. They met with Jamie and offered him a job helping their 

Odd Job Man 2 hours a day. We were ecstatic and Jamie was over the moon. 

 

Unfortunately the home was 40 miles away, not near a station or on a bus route. A volunteer wanted 40p  

per mile!! Jamie would have been earning £6 an hour for 10 hours. A volunteer driver would have cost £64 

per day!!!!!!!!  We contacted the Disability services who said no help was available for transport!!  My 

husband and I both work full time and we have 2 other Children so could not cover the transport ourselves. 

 

Since that time we have not had any contact from any authorities or Autism Teams and have never heard of 

the Autism and Asperger Service. 

 

The only thing it would appear Jamie is any good for is washing up or 
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4 Discussion 

 

The purpose of this evaluation, was to ascertain whether the model of support being 

offered to adults (post 18) on the autism spectrum would also be suitable for 16-18 year 

olds, and whether it would meet an identified gap in service provision for those who are 

either in college or NEET.  

 

Methods of data collection used focused on the voices of people with autism receiving 

support, their parents/carers, and staff involved in support provision in order to identify 

the support needs of this group. Data analysis has investigated the kind of cost-effective 

and preventative service that would be of value to this age group by reviewing their 

needs as described by the young people themselves, their families and those involved 

in their support. The following discussion has been guided by these voices and 

highlights themes that participants considered important. 

 

 

 

 

In the light of data collected, the immense value of this model of support to people on 

the autism spectrum is evident. 

 

 

 

 

4.1 Model of Support 

Ethos 

Ethos 
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In line with Fulfilling and Rewarding Lives: the strategy for adults with autism in 

England (2010), Warwickshire has responded rapidly by appointing an autism lead, an 

autism partnership board and a support service for adults on the autism spectrum.  

This support model has at its heart, important key elements: 

 

4.1.1.1 Cost effectiveness 

The model of support offered to adults is cost effective due to its ethos of accessing 

local community facilities already in existence in the region. This conforms to the 

proposal put forward in Fulfilling and Rewarding Lives: the strategy for adults with 

autism in England (2010). The model is contemporary, socially-orientated, and 

acknowledges the current economic crisis which places constraints on the purse-strings 

of Local Authorities and NHS bodies – key players in the implementation of this autism-

specific legislation. 

 

The pilot support model also proved to be cost-effective for Local Authorities and NHS 

bodies due to its preventative approach. 

  

4.1.1.2   Voices and experiences of those affected by autism 

Warwickshire has placed the lived experiences and needs at the heart of its endeavour 

to establish appropriate services. Staff from both Adult and Children’s Services work 

 
4.1.1 Similarities 
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with people on the autism spectrum by building a relationship of trust and confidence 

which allows them to more accurately establish their client’s needs and work with them 

to build a personalised support plan. In the case of the young people (16-18), 

parents/carers are more likely to be involved in this process primarily because they are 

still considered to be vulnerable minors. The value of this input in helping staff establish 

a seamless service to people with autism on their journey through life was evidenced 

throughout the evaluation. In contrast, parents/carers of adults expressed great 

frustration concerning a lack of involvement, and one which may stem from their family 

member’s right and expressed wish to be treated as an independent adult. As a result, 

useful information and a possible support link are not readily accessible to staff wishing 

to build an accurate picture of adults on the autism spectrum. The positive influence and 

personal frustrations of family members was evidenced in returned questionnaires, 

personal stories, and their contribution to the more practical methods of data collection, 

photomontage workshops, which took place in a range of settings: support groups, 

individual settings, and family/friendship groups. 

 

In agreement with recent findings by the Autism Education Trust (Jones et al., 2008) 

this approach sits well with legislation stating the importance of and need to engage the 

voice of young people in their service provision: SEN Code of Practice (DfES, 2001), 

the DoH White Paper, Valuing People (2001), and Working Together: Listening to the 

voices of children and young people (2008), and places Warwickshire in a good 

position, since nationally the picture around ways to listen to the views of young people 

is under-researched, but requires improved methodology. 
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4.1.1.3   Accessing community resources 

In line with the Autism Strategy, both services seek to identify and access existing 

provision in the community. In the process of doing so, they have been able to identify 

training needs and services among service providers and build a database of accessible 

services and activities.  

 

4.1.1.4 Overcoming barriers 

Young people accessing the pilot were helped, as with adults receiving support, to 

overcome anxieties - barriers to them accessing services or engaging in activities. The 

narrative by a teen benefitting from the IDS 16-18 Autism Pilot (section 3.3.4) details 

how a change in plans, such as a session being cancelled can cause considerable 

distress requiring immediate support. 

 

In several cases, the young people were able to continue their activities independently 

and with increased confidence. So the aim of the project to improve the lives of service 

users at an early stage and avoid the need for more intensive and costly crisis work at a 

later stage was achieved for some.  

 

The narrative provided by an adult on the spectrum who receives support from the Adult 

Autism and Asperger Service (section 3.3.3.1), also depicts how support helped him 

overcome barriers by providing coping strategies and help in organising a balanced 

lifestyle. 
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4.1.1.5 Seamless approach to support 

With both adult and children’s teams working together to provide a solution to support 

for young people who are NEET, the beginnings of a seamless approach to the journey 

of a child with autism in transition to adulthood is emerging. Both teams focus on 

addressing problems positively and giving people on the spectrum real choices and the 

confidence to achieve their dreams. 

 

4.1.1.6 Manageable stepped approach to problem-solving 

Support staff, working with both adults and young people, assist their service users to 

break down tasks into manageable steps in order to remove obstacles to achievements. 

This style of working aims to help service users understand their anxieties. This is a key 

support need for people on the spectrum. 

 

4.1.1.7 Maintaining the support network with families 

Striving to establish and maintain a positive family support network is key to the future 

successes of individuals. When anxieties and stresses take over, close family are often 

able to pick up on the earliest signs of distress and assist the individual. Consequently, 

assisting people who often express feelings of isolation to nurture positive relationships, 

including ones within family settings, is an important part of steering individuals away 

from more costly care packages. 
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4.1.2.1 Core ethos 

Whilst the IDS 16-18 Autism Pilot held at the core of its ethos the notion of preventative 

work, the Adult Autism and Asperger Service respond to people who may never have 

had support. The adult team is more likely to be working with people who have a wider 

range of long-standing support needs. 

 

4.1.2.2 Financial input 

By tapping into existing services, the Adult Autism and Asperger Service provides a 

more inclusive and sustainable support network based within the community; as such, it 

functions as a bridge between individuals and their community. 

 

The Individual Budget pilot was running alongside the IDS 16-18 Autism Pilot with the 

result that, some young people who participated chose to access financial assistance to 

continue their activities or engage in different ones. This effectively changed the whole 

ethos from one of: ‘working with no financial resources and not being able to buy a 

service’, to one where ‘there is a possibility to access finances to assist with support’. 

The support model’s core ethos was consequently, not identical to that provided by the 

Adult Autism and Asperger Service. Nevertheless, the outcomes achieved, do not 

necessarily signify that the Individual Budget was a negative aspect of the support.  

 

On reflection, it may be that financial assistance given to young people at this stage is 

an important element in implementing the preventative ethos identified by the IDS team; 

 
4.1.2 Differences 
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it also enables them to address their more immediately expressed needs around 

accessing leisure activities. However, there remains a need to directly address the more 

subtle debilitating challenges around self-esteem, lack of confidence and high anxiety.  

Staff were led by the expressed needs of the young people. Some expressed a number 

of support needs, and working within a tight timeframe placed constraints on the 

achieving of outcomes. This may have led staff in some instances to tackle more easily 

accessible activities, such as leisure, first, and it is arguable that these would be more 

likely to require additional finances at some stage. Undoubtedly, adults in a similar 

position may also choose to benefit from this type of funding, and the importance of 

access to enjoyable activities should not be under-estimated since they are likely to 

have very tangible positive effects such as improved self-esteem and mental health and 

reduced isolation. 

 

4.1.2.3 Indicators of a range of support needs 

Areas of support that young people found helpful, and the fact that one young person, 

who was NEET, did engage in leisure activities and voluntary work, suggests that their 

support needs may be developing and more extensive than evidenced in the pilot. This 

would equate to NT young people, and also demonstrates the overlap in the journey to 

adulthood. 

 

4.1.2.4 Networking and linking in with other services 

Although both services engaged in these activities, the adult team has a longer-standing 

history of networking in trying to link in with other services as they have built a picture of 

the overall support needs of their customers. This is an area where work with16-18 year 

olds needs to develop. 
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The two support services focus on target groups of different ages working to identify 

and provided manageable solutions to specific support needs. Whilst there were 

similarities in support needs expressed by both the adult and young people, it was the 

priority that each gave to these that differed. 

 

 

 

 

4.2.2.1 Involvement of parents/carers 

Due to the age of the individuals, parents/carers were very much involved with the IDS 

16-18 Autism Pilot, and this was not always the case with parents of adults supported 

by the Adult Autism and Asperger Service. As adults, they have a right to state whether 

they want family members involved in any way with their support. This may or may not 

work to their advantage. Family members may be able to: clarify issues discussed; 

provide an example of a context leading to difficulties; comment on specific anxiety 

triggers and communication difficulties, and this is invaluable input. However, the needs 

of families and individuals are sometimes at variance, and, whilst not ignoring the views 

of family or the family setting, staff are obliged to put the adult with autism first. This is 

 

4.2 Nature of Service 

Ethos 

 
 
4.2.1 Similarities 
 

 
4.2.2 Differences 
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an important skill required by staff in this context, and vital in order to fully understand 

the situation they are dealing with. 

 

Several parents of adults on the spectrum had not heard of the Adult Autism and 

Asperger service. A possible explanation is that this reflects the fact that their 

son/daughter is supported as an adult individual choosing not to involve family. Anger 

was expressed by some parents/carers in relation to this. They felt their input could be 

valuable and that they were being ignored.  

 

4.2.2.2 Reported needs of young person 

Reasons for referral were often different to those expressed by the young people 

themselves. Parents/carers may have been more able to see the bigger picture of 

support required to help their youngster towards independence, but the young person 

themselves may have been more concerned, as are many who are NT, with their 

immediate requirements: friendships, activities, and dealing with anxieties. 

 

This issue did not crop up as much with the adult service, since those referring were 

often not involved in assessments and gave a broader, less specific reason for referral. 

 

4.2.2.3 Independent Living 

Responding to expressed need, support provided by the IDS 16-18 Autism Pilot was 

more concerned with the immediate present, so future plans concerning independent 

living were not a prominent feature of assessments. Benefits were also not discussed 

as the young people participating, were living at home supported by family. 
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When working with adults on the spectrum, support workers acknowledge that 

unemployed service users may have a desire to work, and that those still living in the 

family home may wish them to consider independent living/alternative accommodation. 

This inevitably may require advice and support concerning benefits, voluntary work and 

all aspects relating to paid employment in addition to help with building a social network/ 

leisure activities. Working links to other services is essential. 

 

4.2.2.4 NEET 

Young people who are NEET are in a transition phase to adulthood, and the IDS 16-18 

Autism Pilot, aimed expressly at ascertaining whether their support needs differ from 

those of young people who are not NEET. If so, IDS need to know in order to provide 

relevant support. The indications are that they have very similar needs to NT young 

people of the same age, but that the obstacles to them attaining their goals are different 

and more extreme. Future comparative studies in this area would be of value. 

 

 

 

 

 

 

 

4.3.1.1 Staff-service user ratio 

Within each support service, service users can expect to have the support of specific 

named worker. 

 

 

4.3 Staffing 

Ethos 

  
4.3.1 Similarities 
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4.3.1.2 Management 

Both teams have a line manager who supervises the support staff and reviews case 

notes.  

 

 

 

For the purposes of the 16 -18 Autism Pilot, there was a team which comprised nine  

people; this contrasts dramatically with the two support workers and a line manger 

responsible for adult support.  

 

4.3.2.1 Management 

The Adult Autism and Asperger Service manager has a large portfolio which impacts on 

time available to provide management support to workers. In contrast, the IDS manager 

has a team of people available and is able to manage and develop the support service 

from a clearer vantage point. 

 

4.3.2.2 Administration 

The 16-18 Autism Pilot team had two staff with responsibility for identifying and adapting 

paperwork, organising meetings, disseminating information, and engaging staff. 

 

In contrast, the adult team struggle with inconsistent administrative backup which 

impacts heavily on their workload and contact time with service users; without this 

essential team player, considerable administrative tasks are added to their week 

impacting on support time available to adults on the spectrum. 

 

 
4.3.2 Differences 
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The advantages of a bigger team with clearly defined roles is apparent, and an aspect 

acknowledged by staff and parents. 

 

4.3.2.3 Support workers 

This is a key difference between the two support services, and one which affects the 

smooth running of support for people with autism in Warwickshire.  

 

It is necessary at times for both team managers to attend some assessments. However, 

the IDS 16-18 Autism Pilot had six support workers and one additional support worker 

with an administrative responsibility in the initial stages. This was a huge bonus to the 

team, as was the opportunity for staff to work within specific geographical areas more 

suited to them. The IDS 16-18 Autism Pilot had a manager, two people responsible for 

administration, 7 support workers (one of whom was also responsible for administration 

above), and three advisory staff (a manager and 2 support workers) from the Adult 

Autism and Asperger service. Not including the advisory team, the support worker: 

service user ratio for the IDS 16-18 Autism Pilot was 1:1.  

 

In contrast, the Adult Service has two support workers who work countywide and a line 

manager who has this remit as a part of his work portfolio. Staff commented that 

implementing support countywide on a daily basis has a considerable pull on their 

stamina and personal resources; the long-term overall effect can only be draining, and 

points to an urgent need to address this issue. The support worker: service user ratio 

for the Adult Autism and Asperger Service is currently 1:25 for each of the two 

staff, with an additional 35 service users who regularly text or re-refer themselves 

due to a change in circumstances.  
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4.3.2.4 Appointment of staff 

A team of staff within IDS was identified as a possible source for the IDS 16-18 Autism 

Pilot. Whilst this was not the preferred option (a sole worker had originally been 

planned), workers were then recruited in terms of their interest in the pilot, availability in 

terms of fitting this role in with their regular Short Break work, and their interest in 

specific support needs expressed in the referrals. This is not an option available to the 

adult team. Whilst the female support worker will generally work with the female service 

users, both work with a wide range of clients and build on their own skills and 

knowledge areas accordingly. Changes in support worker only happen in cases where 

an individual is becoming too attached to their worker and which may lead to difficulties. 

 

4.3.2.5 Nature of work 

In line with Fulfilling and rewarding Lives: the strategy for adults with autism in England 

(2010), support staff from the adult team work with existing community resources in a 

more inclusive and holistic manner. Staff have no budget and have to think more 

creatively around problem-solving. The difference between this and the style of working 

demonstrated by the IDS 16-18 Autism Pilot team meant that different community 

services and facilities have to be accessed to resolve issues faced by adults on the 

spectrum. It does not imply that additional funding is not necessary. 
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The actual elements of the format in accessing and implementing support are almost 

identical in both services. The differences, however, emerge when we consider the 

detail. 

 

4.4.1.1 Complex support needs and links with other teams 

Individuals/families manifesting more complex support needs were not able to be dealt 

with solely by either support team, and required a referral to other teams. 

 

 

 

 

The way in which staff in the IDS function is very different to that of Adult Services, and 

this was in some ways carried over into the IDS 16-18 Autism Pilot. The latter had a 

team of people dealing with individual aspects of the service, and this may have led to 

some of the differences in the way the support service model was implemented. 

 

 

 

 

4.4 Format 

Ethos 

Ethos 

 

 
4.4.1 Similarities 
 

 
4.4.2 Differences 
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4.4.2.1  Management 

There was overall management and development of the IDS 16-18 Autism Pilot, 

including the initial fundraising. This enabled all aspects of the work to be overseen by 

somebody who was able to delegate responsibilities to a number of other staff and is a 

key difference between the two support services. 

 

4.4.2.2 Administration 

There was consistent administrative support for the IDS 16-18 Autism Pilot, and existing 

paperwork was used and adapted accordingly; this freed up support staff to focus on 

addressing support needs without the added pressure of dealing with an overload of 

administration, although case notes and work records were part of their workload. 

 

4.4.2.3 Appointment of staff 

Although a team of people were involved in the identification and appointment of staff 

for the IDS 16-18 Autism Pilot, there was considerable pressure to achieve outcomes 

from the pilot within the allocated timeframe. On reflection, staff have suggested that 

this could be thought through in more depth. 

 

4.4.2.4 Staff were matched to service users 

This was done in the setting-up stages of the IDS 16-18 Autism Pilot in terms of 

geographical distance and interest in activities. It is a key difference between the two 

services - one which may have led to more easily achieved goals. Being able to travel 

shorter distances to carry out support work would have an impact on staff in terms of 

energy, knowledge of an area and possible contacts; having a similar interest to those 

expressed by a young person would have distinct advantages in establishing and 
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building a relationship, and especially in a short period of time. However, generally, it 

can be argued that it is to the advantage of the young person to be encouraged to build 

relationships with a range of people, since this is a characteristic of adult life and 

independent living. 

 

4.4.2.5 Contact 

Initial contact with young people was made by IDS staff via the young person’s parents 

to set up an initial visit. This is something that staff within IDS do in relation to children, 

and whilst it may have advantages for young people, those who are becoming more 

independent might wish to be contacted directly, and with the option of having a family 

member copied included. 

 

4.4.2.6 Time restrictions  

IDS staff were under pressure to establish a good working relationship with the young 

person in a way that support workers from the adult team do not experience. This may 

have resulted in greater and more long-term needs not being expressed and goals set 

in relation to more immediate needs which were potentially easier to resolve. 

 

Staff from the Adult Autism and Asperger Service frequently need several sessions to 

build a relationship based on trust. This is, in fact, part of the support itself.  

 

4.4.2.7 Outcomes 

Successful outcomes were achieved with the majority of young people. A cursory 

glance suggests that outcomes achieved are in line with the lifestyles of NT young 

people. More in-depth discussions would probably have revealed interest around the 
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longer-term future such as independent living, housing and employment (something 

touched on with the individual who was NEET).  

 

Outcomes which were less successful appear to have been affected by the short 

duration of the IDS 16-18 Autism Pilot. 

 

The Adult Autism and Asperger Service has demonstrated significant successes with 

their outcomes; the example provided in the narrative from a young adult on the 

spectrum (section 3.1.3) speaks for itself. 

 

4.4.2.8 Support 

The actual support provided by the IDS 16-18 Autism Pilot may have been generally 

less consistent due to the involvement of a number of support workers with a wider 

range of experiences with young people. This is not necessarily negative, since it is 

important for people on the spectrum to be able to deal with a range of people in order 

to manage social situations and independent living; skills need to be developed 

accordingly. 
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4.5.1.1 Eligibility 

Despite the different target group in terms of age, both teams were seeking to support 

service users who live in Warwickshire, have an autism spectrum diagnosis and are not 

FACS eligible. 

 

4.5.1.2 Information 

Information about a range of things is crucial to the developing NT teen, and more so 

among those on the spectrum. They need information to understand how their autism 

impacts on themselves and others, and how they can develop skills to deal with this. 

They also need to know how to access services and identify who can help them lead 

the life they wish to lead. They need to build those fundamental independence skills. 

Importantly, they also need to build a social life to tackle feelings of isolation and this is 

intertwined with support needed to access activities. 

 

Adults expressing a lack of awareness of support available to them through the Adult 

Autism and Asperger Service also demonstrated a need for information. 

 

 

 

4.5 Service Users 

Ethos 

Ethos 

 

 
4.5.1 Similarities 
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4.5.1.3 Support needs expressed as reason for contacting the service 

Both age groups had a similar number of people who were unable to describe the 

specific type of support they needed. It is highly likely that support was required in a 

range of areas, and that these may have been interlinked. With a difficulty frequently 

manifested by people with an ASD in respect of breaking down tasks, it may be that 

many were unable to break down their support needs into identifiable areas - they need 

support - and for this reason no response was given by some to this specific question. 

 

4.5.1.4 Accessing the community and combating isolation 

Both age groups (16-18 and post 18) clearly expressed their prime support need to be 

around getting out into the community and dealing with feelings of isolation.  

 

4.5.1.5 Dealing with anxiety and confidence-building 

Although young people separated the two issues of anxiety management and building 

confidence, when combined, they equate with the expressed adult support need in this 

area. The reasons for anxieties may be the same or different, but the key point is that 

high anxiety and low confidence are obstacles to building a rewarding life. 

4.5.1.6 Sympathetic listener prepared to help 

There was a similarity in that both age groups mentioned needing someone who listens 

and understands and is able to discuss support needs. Without the first one, the other is 

frequently left unaddressed. Whilst relating to social or more formal areas (college or 

employment), it reflects the need for a friendly sympathetic person to be able to contact 

who can assist with practicalities. 
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The narratives provided by services uses (sections 3.3.3 and 3.3.4) both mention this as 

an important factor in support. 

 

4.5.1.7 Changes in support required 

Both young people and adults were extremely positive about support provided; if 

anything, there was too little of it, and this reflects the nature of the challenges faced by 

individuals on the spectrum. Both age groups stated that the support had helped them 

access things that they had previously been unable to, and that in some cases their 

lives had changed dramatically. The downside of asking people to complete a 

questionnaire, was also commented on, with many people not engaging in this activity 

or only being able to do so with support, and sometimes this created additional stress. 

 

As with adults, by far the majority of people receiving support said that they would not 

change it. However, the questionnaire did not allow the evaluation team to ascertain 

whether this was in relation to receiving support itself or its specific content. Either way, 

evidence provided by everybody involved in the evaluation would suggest that support 

is required in many areas; it is required at various times, and it may need to be revisited. 

 

 

 

 

4.5.2.1 Eligibility 

Adults accessing the Adult Autism and Asperger Service, may, in fact, be FACS eligible, 

becoming so through changing circumstances; they are not previously known to the 

team prior to referral and access the service primarily through referral from a family 

 
4.5.2 Differences 
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member (43%) and the autism team (29%). This shows a real training need among 

service providers since adults on the spectrum do not necessarily live with family or in 

several cases, have much contact with them.  

 

Adult referrals were not necessarily made by the person informing the adult of the 

service. This is a cause for concern, since vulnerable adults are left to access support 

for themselves despite all the communication challenges they face in order to do so; 

staff provided evidence that many simply give up and connect with services at another 

point when they come into difficulties. Frequently these services are Mental Health and 

the Criminal Justice System as challenges experienced by people on the spectrum 

often result in avoidable crises. 

 

The IDS 16-18 Autism Pilot was accessed by young people already known to IDS 

through work with families (75%) and colleges (25%), and who were referred 

accordingly. This would seem to be a far less stressful and more professional way to 

function, since new situations, systems and people can impact negatively on the 

anxieties of people with autism. 

 

4.5.2.6 Numbers 

Numbers of people accessing the support are vastly different; the adult service has 

been in operation for over two years and has developed publicity and contacts and 

disseminated information about their existence countywide. To date, approximately 85 

people have accessed the service and most of these maintain contact in some way. 
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The IDS 16-18 Autism Pilot attracted 12 people initially, with seven of these ultimately 

requesting and receiving support following an initial visit and assessment. Given the 

time limits, these numbers allowed staff to build a picture of young people’s support 

needs, challenges, resources (including staffing) and training required. Reflecting on the 

support needs expressed by the young participants, and specifically those of the young 

person who was NEET, evidence points to a need for extended support to encourage 

this group. 

 

4.5.2.7 Waiting list 

With the difference in operation of the two services, the 16-18 Autism Pilot did not seek 

to build a waiting list as such, but certainly gained a feel for the service that is required 

for NEET young people and identified more who could be contacted in the future. 

In contrast, the Adult Autism and Asperger Service currently has a waiting list, which 

staff endeavour to deal with by signposting individuals to roadshows where they can 

access advice and information, or other services providers. 

With the development of a clear diagnostic pathway, in line with the Autism Strategy, 

these numbers can be expected to rise, and in particular among adults; many without a 

diagnosis are already known to services, but they receive no support as they are not 

FACS eligible. 

 

4.5.2.8 Support duration 

The Adult Autism and Asperger Service offers support for approximately 6-12 weeks. 

Nevertheless, many service users require extended periods of support as tasks are 

broken down into manageable steps; they may also need to re-access support due to a 

change in circumstances. This has meant that support is generally from 12-18 months 
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in duration. There are few sufficiently trained-up staff in autism awareness in other 

services, consequently, support staff frequently carry out support in areas such as 

employment, for example, where other providers have a clear responsibility which they 

are failing to address. 

 

Young people were supported by the IDS 16-18 Autism Pilot for a maximum of three 

months due to limits imposed by funding. Nevertheless, the response expressed by the 

young people themselves was overwhelmingly in favour of more and continued support. 

This, coupled with the expressed or identified needs that were not addressed during the 

timeframe, would imply a serious need for support among young people on the 

spectrum. Since this need was expressed by individuals who were engaged in 

educational activities (except one, who was NEET), the implication confirms the beliefs 

of the IDS team: that the more isolated young people who are NEET, require support in 

place with a definite preventative objective. 

 

4.5.2.9 Re-referral 

All cases with the young people’s pilot support were closed; clear goals were set, 

outcomes achieved and evaluation was put in place. In contrast, adults accessing 

support, are aware that they can re-contact support staff should the need arise. With the 

exception of one person who has moved out of the county, all have done so as their 

needs are ever-changing and there is a lack of appropriately trained staff in autism 

awareness in other services across county. There is an urgent training need among 

service providers, and particularly those in employment, the voluntary sector, mental 

health and the criminal justice system (particularly frontline police). 
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4.5.2.10 Support needs expressed as the reason for contacting the service 

Young people were predominantly contacted by IDS concerning possible support. They 

were familiar with the young person and their family and aware of the possibility that 

support through the teen to adult transition phase might be needed. Only one specific 

need was highlighted in a referral, and this was in relation to travel training since anxiety 

about this was preventing access to college. 

 

Adults tended to be much more likely to highlight other areas of need in their referral in 

relation to support; these ranged from a more general ‘thought it would help’ to specific 

support needs in relation to anxiety, isolation, employment, benefit problems, 

communication and a threat of homelessness. 

 

The areas mentioned are a clear indication of training needs for service providers. If 

they are aware of the impact of autism on individuals, they are not being proactive in 

contacting people on the spectrum to assist with access to service provision; 

alternatively, if they are ignoring the needs of this group or are unaware of them, a 

different, but equally relevant training need is reflected. Of more concern is that fact that 

some people with autism may well be invisible to services until a crisis arises, and both 

support services have a vital role in bridging this tenuous gap between ‘just coping’ and 

in ‘crisis’. 

 

4.5.2.11 Support received 

Clearly the long-term nature of the Adult Autism and Asperger Service has enabled 

support workers to address a wider range of support needs than those addressed by 

the IDS 16-18 Autism Pilot team. The latter addressed the more readily accessed needs 
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typically expressed by young people in relation to activities and leisure time; the 

timeframe did not permit exploration of more subtle support needs which may have a 

greater and more negative impact on individuals. Support provided was specific, 

appropriate and enabling and provided a snapshot of what can be achieved in the long-

term. 

 

4.5.2.12 Dealing with anxiety and building confidence 

Young people combined these two areas, but the overall weighting was the same as for 

adults. 

 

Adults gave dealing with anxiety and building confidence equal priority importance as a 

support need; this may be due to the fact that many are living on their own, in 

inappropriate accommodation, in sheltered accommodation, or living in a family set-up 

that they are outgrowing. Their need to develop successful independent living skills and 

social networks is apparent. 

 

4.5.2.13 Coping with different situations 

Young people gave dealing with anxiety, relationships, employment, accessing/coping 

with new groups, looking after themselves, and financial support an equal level of 

importance. These are areas that are predictable in this age group; they are aware that 

their NT peers are seeking to break away from the family, become more independent; 

access new activities and social groups and enter the world of employment. Although 

housing was not mentioned, it was arguably not a priority need for a short-term pilot 

support project, but a permanent support service might well find this to be an area 

where assistance is required. 
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Adults, who are more frequently living away from the family home, stated that they 

needed help with housing/accommodation, finding and keeping a job and looking after 

themselves. This will inevitably contribute to anxieties. 

 

The intricacies of forming successful relationships, managing money and bills and 

avoiding bullying and abuse in a variety of settings were also themes frequently 

mentioned as needing supportive input and guidance in adulthood. With less family 

involvement in many instances, adults on the spectrum often find themselves alone in 

dealing with these matters. Young people can probably expect more immediate family 

help around this or possibly have family dealing with the areas which young people 

themselves need to develop skills to live a successful independent life. 

 

4.5.2.14 Family support  

In contrast to adults, young people did not mention needing support to help their family 

understand their needs, and this might have been for a number of reasons, for example: 

family being present at assessments, the young person not being aware that they could 

have support around dealing with family issues; family members may become more 

tolerant of or able to deal with the individual’s autism and its impact on the lives of the 

individual and family alike. Therefore, it is not perceived as a problem area. This does 

not suggest that as teenagers with autism they have less family problems than NT 

young people, but that they may be more dependent on family due to their autism. 

However, it also highlights a need for further research into whether there is a correlation 

between insufficient support and deterioration of family relationships with those bearing 

the support. Many adults accessing support had received little or no support, or had 
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acquired a diagnosis later on in life, whereas these young people were known to IDS 

and had received support in the past. 

 

4.5.2.15 Education 

Although, contrary to the predicted target group (young people 16-18 years old who are 

NEET or in college), the participating teenagers were mainly in education, support is still 

needed in coping with the demands of the school/college environment, homework and 

building friendships. These were the areas mentioned by young people, and they differ 

from those mentioned by adults since the latter were dealing with more adult issues 

related to independent living: housing, voluntary work, form-filling, interviews and 

college. Whilst no adults mentioned support in relation to education, it may well be that 

they were receiving it from the establishment concerned. 

 

4.5.2.16 Changes in support required 

Whilst young people simply stated that they would like more support (suggesting that 

further investigation is required as to the content), adults were a little clearer. They 

required more help in the areas of looking after themselves, employment, anger 

management and being listened to and assisted at the initial review. Clearly a new 

person, albeit a person who is offering support, brings initial added stress. This 

information gives useful pointers regarding what is needed for the younger age group. 
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Both services made links with other providers, though predictably, the range contacted 

was more extensive with adult support workers due to the length of time the support 

service had been functioning. 

 

4.6.1.1 Improved contact between the teams 

Both the IDS and Adult teams were in contact with each other throughout the remit of 

the pilot and staff gained invaluable information as to the workings of the other team. 

This is a real benefit towards the development of a seamless provision of support for 

people on the autism spectrum. 

 

4.6.1.2 Mental Health 

Mental Health teams were contacted by both the Adult and IDS teams. This is an 

extremely important area of service provision for people on the autism spectrum. With 

the barriers and challenges they face in accessing services, employment and living 

independently in addition to general feelings of anxiety and a lack of confidence, it is not 

unusual for an input from mental health teams to be required. Data concerning the level 

and type of involvement of mental health teams is crucial to the overall development of 

successful support services. 

 

4.6 Links to Other Services 

Ethos 

Ethos 

 

 
4.6.1 Similarities 
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4.6.1.3 Voluntary Sector 

The voluntary sector/volunteering with independent organisations were also areas of 

service provision accessed by the Adult and IDS teams respectively. It is well-

established that successful voluntary work can lead to improved employment 

opportunities, and, at the very least, provide an environment in which people can 

develop their confidence and skills and contribute to the community at the same time. 

This spin-off as regards well-being should not be undermined; urgent training is required 

amongst staff in this sector so that young people and adults can progress their lives in a 

positive and rewarding fashion. 

 

Both these areas are of immense importance to people in the spectrum in terms of 

engaging with them as soon as possible to prevent crises, or offering positive 

opportunities to develop skills, engage in activities of interest and meet new people. 

 

 

 

 

4.6.2.1 Education 

Although the target group was young people who are NEET, most participants in IDS 

16-18 Autism Pilot were still at college. It is important to acknowledge that help is 

needed in the education field, because many people, NT or with autism, take a gap year 

for a range of reasons and would therefore be classed as NEET. The difference here is 

that those with autism may require more or different help re-engaging with activities, 

employment or education to avoid isolation. 

 

 
4.6.2 Differences 

 



224 
 

4.6.2.2 Independent living 

Whilst this area was not really explored among young people, adults on the spectrum 

demonstrated a wealth of needs in relation to independent living, and areas where a 

lack of awareness by service providers/employers, or a misunderstanding or 

misinterpretation of events, had led vulnerable people into contact with tribunals or the 

criminal justice system. Both of these areas, should training be provided as outlined in 

Fulfilling and Rewarding Lives: the strategy for adults with autism in England (2010), are 

ones where a positive turnaround can be achieved. 

 

4.6.2.3 Housing 

All young people involved with the pilot were living at home, and this area was not 

addressed. One can assume that at some point it will become an issue in their lives, 

and the sooner they are helped to think through options and discuss support needed, 

the more likely they are to make successful steps in this area. 

 

Adults faced difficulties in terms of threatened homelessness or being placed on a long 

waiting list for appropriate accommodation. People on the spectrum are a priority group 

due to their vulnerability; their needs, if left unattended, may lead them into crisis which, 

put simply, will cost more to the individual and the tax payer to put right. Staff working in 

housing, and related areas need to be aware of autism and require training now. 

 

4.6.2.4 Job Centre: employment opportunities and benefits advice 

Although none of the young people engaging with the IDS 16-18 Autism Pilot mentioned 

employment as a support need, this might be related to the duration of the project. An 

engagement of more NEET young people may well have given a different emphasis to 
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services discussed or engaged with. It is a definite area to be aware of on relation to 

future developments. 

 

Relationships with staff at Job Centres have been predominantly negative for adults on 

the spectrum; crucially, even among DEAs, though there have been some really 

positive developments, but here is still a massive need for autism awareness training 

and implementation of autism friendly protocols and staff from both the IDS and Adult 

Services have an important contribution to make given their knowledge and skills. 

Nevertheless, this has been committed to and further improvements  

 

Many adults on the spectrum would love to work, but need real practical help 

negotiating the steps into employment and exercising their right to have their different 

needs catered for by everybody involved in the employment process. In the meantime, 

clear, accurate and relevant benefit advice is required in a way that is accessible to 

people with autism. A lack of training among frontline staff is an enormous strain on the 

resources of the adult team, and could be predicted to be an area to address with young 

people. This is a matter requiring urgent attention. 

 

4.6.2.5 Employers 

Many people on the spectrum are in employment, but serious problems can and do 

arise due to a lack of autism awareness among employers. Discrimination and 

situations of bullying and harassment by managers and colleagues have resulted in 

grievances, tribunals and loss of employment. The cost to the well-being of the 

individuals on the spectrum is evident but hard to quantify; the costs to the tax payer as 
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a result of these people not being supported or helped to contribute to the community 

they so want to be a part of are immense. 

 

The range of services contacted by the adult team, is possibly not too different to that 

contacted by a similar NT sample, but the frequency of contact or the reasons for it, 

may well differ. 

 

4.6.2.6     Criminal Justice System 

Throughout the pilot, there was no mention of contact with this system, and this may be 

due to the support provided to young people by the family network and the small 

number of participants involved. Among adults on the spectrum, the evaluation team 

was provided with several stories showing at best, extreme insensitivity, and at worst 

discriminatory practice. This reflects an absence of training or an unwillingness to 

respond appropriately to the needs of people on the spectrum. Positive steps are 

emerging with links made with the Forensic CPN service, who are identifying high 

numbers of people on the spectrum in police cells. Whilst Autism West Midlands have a 

member of staff specifically appointed to provide training to police, solicitors and the 

courts, the current economic climate is impacting on funds made available for training, 

and there remains a serious training need among staff to avoid unnecessary stress 

placed on vulnerable individuals. 

 

The costs of processing someone through the CJS far outweigh the costs of training for 

relevant teams. 
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4.6.2.7 Health services 

Although problems with addictions do exist among young people generally, there was 

no reporting of this among those involved with the pilot. However, staff involved with the 

adult team report a support need from specialist teams such as alcohol and drug advice 

workers. Adults may engage in addictive habits to relieve stress, cope with anxiety, or 

as a way of dealing with isolation and resultant frustrations. Support and advice 

provided to young people may reduce the likelihood of support need arising in relation 

to addictions at a later stage when they may be struggling with the intricacies of 

independent living. 

 

4.6.2.8 Transport 

Growing up and becoming independent place a need on individuals to travel in order to 

access a range of new services. Young people stated this as an important area for 

support, as anxieties in relation to this cause considerable distress and may result in 

them opting out of education or activities. A stepped approach to travel training by 

someone other than a family member was what was required to overcome this obstacle. 

Adults did not mention this as a support need, but this may have been due to the fact 

that other areas were given priority. 
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4.7.1.1 Joined-up working 

That the IDS and Adult teams were brought together in planning and implementing the 

IDS 16-18 Autism Pilot, is a massive bonus to Warwickshire. Teams have developed 

skills, reflected on work practice, challenged themselves, and demonstrated real 

commitment to improving support in a seamless way for people on the spectrum; a way 

that links in with other services. They have demonstrated that they know the rights of 

their customers, and they challenge discrimination positively, offering training and 

information. 

 

4.7.1.2 Staff focus on the individual 

Support workers for the IDS 16-18 pilot were challenged to work in a different way; with 

younger children and teens, their work focus is on prevention of family breakdown and 

the needs of the family as a unit. As regards the pilot, they listened to how the adult 

support model is implemented, discussed the approach, and ultimately tried to focus on 

the needs of the individual. In many ways, this was a difficult challenge.  Asking staff to 

totally change their way of working for a period of three months, or less was demanding, 

and the team need to be commended. The majority of staff definitely expressed a 

change in their way of thinking and a desire to adapt their usual work style.  

 

4.7 Successes and Changes 

Ethos 

  
4.7.1 Similarities 
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The IDS 16-18 Autism Pilot highlighted the advantages and difficulties of family 

involvement when supporting teens who are 16-18; it is possible that a range of 

situation-specific approaches need to be available to staff in acknowledgement of 

differing family set-ups. 

 

Parents of adults on the spectrum were generally satisfied with support, but with 

constant changes in the support required (a direct result of the challenges faced by 

people on the spectrum), concerns were expressed in relation to accessing immediate 

support in times of crisis. 

 

4.7.1.3 Attracts individuals not receiving support  

Young people and adults who are not FACS eligible are attracted to this service; they 

need support in a range of different arenas and in a format relevant to them. 

 

4.7.1.4 Raised awareness among service providers 

Although the IDS 16-18 Autism Pilot accessed a smaller number of services than the 

adult team, several positive relationships were built with staff, and several requested 

autism awareness training as a result.  

 

The Adult Autism and Asperger Service have also built good relationships with services. 

There are improved relationships with DEAs - a big step forward - as are their 

successes with housing staff and an array of employers. 
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Young people and adults accessing support have benefitted from successful 

negotiations by support workers on their behalf, and  with a number of service 

providers. Continued input is required to address responsibilities outlined in the Autism 

Strategy. However, both teams experience(d) negative reactions from service providers, 

and this needs to change. 

 

4.7.1.5 Support enables 

Both young people and adults have been enabled to access services and activities, deal 

with anxieties and improve confidence. They have had support to help them become 

more independent, to be less isolated and to explore and access employment, paid and 

voluntary, and to hold down college places. The breadth of change is not as great 

among young people as yet, but could be expected to lead to even more changes and 

positive outcomes in line with experiences of individuals accessing the adult service 

given extended time. This is indicated by the considerable successes and changes 

mentioned by adults receiving support and their families and support workers. 

 

One parent’s story (section 3.4.3.1) about her adult son details the positive impact 

support has had on her son and the family as a whole, even though the son lives 

independently. It serves as a reminder that challenges faced by a family member with 

autism place considerable stresses on parents despite different living situations. 

 

4.7.1.6 Provides value for money 

Although young people were provided in some cases with funds through the Individual 

Budget pilot, this was to help them continue activities in the future. Throughout the pilot, 

it was apparent, that support enabled young people to improve their quality of life in 
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certain areas, and this could be expected to extend to others with continued support, as 

with adults. Quality of life covers areas of well-being, employment, being able to 

contribute productively to the society in which we live and to enjoy the life we live. 

Enabling young people and adults to do this, to live a life where they earn an income 

and can reap the rewards of this can certainly be argued to be value for money. Both 

support teams have successes which it would be unwise to ignore. 

 

 

 

 

4.7.2.1 Families 

The main difference between the two services in relation to change, is that many young 

people are still learning about what independence means; they are emerging from full-

time education, which may well have been a stressful experience for them, and their 

initial focus is not yet on living independently from their families. Clearly this may not be 

the case for all, but the evidence from the pilot reflects this picture. The spin-offs 

experienced by families when their young family member is supported are: a feeling of 

being more supported as a family; being able to be independent and not needing to be 

there to provide constant support; being able to access work and enjoy improved health. 

Many adults, however, were living independently and in employment, but needed 

support with anxieties and confidence. The family situation played less of a part in their 

named support needs, but this was not the feeling expressed by parents; they would 

like more involvement and more information. This sentiment holds true for parents of 

adults with and without a diagnosis. 

 

 
4.7.2 Differences 

 



232 
 

4.7.2.2 Support Groups 

Support groups were not mentioned by young people in the pilot. There was little time to 

explore this area, but IDS generally have a number of support groups for families which 

may be available to this group; alternatively, they may wish to establish another more 

focused on young people who are NEET. 

 

Throughout its duration, the Adult Autism and Asperger Service has gradually built on 

support groups in Warwickshire, although this aspect receives less input from the team 

than they would like due to time commitments required. Support groups enable people 

with autism and family members to come together and talk about experiences. Many 

engage in fund-raising and awareness-raising activities. 

 

(photomontage by Daniel Hunt) 



233 
 

The team endeavour to make contact with any newly emerging group and disseminate 

information, and staff are prepared to introduce and explore new ideas to extend 

support. This is a direct response to needs expressed by adults with autism and their 

families and indicates a potential need for the 16-18 age group. 

 

 

 

 

 

 

 

4.8.1.1 Funding 

The IDS 16-18 Autism Pilot was granted limited funding to ascertain the need for this 

service. Within a limited time it was evident that there was a need, but the nature of 

autism impacted on take-up of the service. Parents expressed a need for support, but 

anxieties experienced by young people in relation to new situations led to the pilot being 

accessed by young people who were not as isolated. However, the successes of the 

work with the young person who was NEET demonstrate the need to put a service in 

place for this target group. 

 

The adult service also faces challenges around funding. The demand for the service 

should be evidence of its need, but the team have to be ‘knitted into services’ to justify 

their existence. This pressure needs to be removed; statutory bodies in Warwickshire 

need to acknowledge the prevalence figures being collected in respect of adult autism, 

recognise that these will increase with the establishing of a diagnostic pathway, and 

 

4.8 Challenges to Support Services 

Ethos 

Ethos 

 

 
4.8.1 Similarities 
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accept that prevention provided by this team is more cost-effective than crisis 

intervention. 

 

 

 

 

4.8.2.1 Ethos 

The implementation of the Individual Budget pilot was confusing in that it did not allow 

the adult support model to be accurately tested in the way the IDS 16-18 Autism Pilot 

intended. However, successful outcomes were achieved, lessons have been learnt, and 

these can be pulled together to make a case for future support for young people who 

are NEET. 

 

4.8.2.2 Staffing 

The IDS 16-18 Autism Pilot was well-staffed, allowing support workers to focus on the 

support in the knowledge that they had administrative back-up and advice on hand from 

the adult team. In contrast, the adult team are becoming increasingly stretched; 

demands are increasing, but the team is not; trained-up workers, in relation to autism, in 

other services are few. This places a huge amount of stress on staff, but ultimately 

means that many individuals on the spectrum, and particularly those without a 

diagnosis, are not provided with support that is their right and a statutory duty still 

waiting to be complied with by many service providers.  

 

Staffing numbers for the IDS 16-18 Autism Pilot also enabled support to be provided 

across county without overstretching staff. The quality of work done in this fashion over 

 
4.8.2 Differences 
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time is essentially more sustainable. However, matching staff to individuals is an aspect 

that needs further discussion. Staff involved in supporting adults work successfully 

without being matched, and the benefits of this are that they are constantly faced with 

new experiences where they can develop skills and interests, are able to deal more 

effectively with a range of challenges faced by individuals on the spectrum and are able 

to cover for each other when necessary. 

 

With overstretched staff inevitably come stories where successful outcomes have not 

been achieved. One parent tells her story (section: 3.4.3.2); this situation is now being 

redressed showing the commitment of the team. 

 

4.8.2.3 Training 

Although Short Break workers who staffed the IDS 16-18 Autism Pilot have autism 

awareness training, the issues they are likely to face, in working with teens as 

individuals in transition, impose a whole new range of challenges. Time is required for 

joined-up training with the adult team so that each member knows and understands the 

issues faced by the other team as staff and in relation to support needs faced by their 

specific target group. This would enable support workers to be more confident about 

assessments and the time given to these and how and when to involve family/carers. 

 

Whilst a case can always be made for ‘on the job’ training, reflecting a need for 

spontaneity and flexibility around different situations encountered, all staff need to have 

the same training which is regularly updated to ensure that they are providing consistent 

support. 
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4.8.2.4 Resources 

With office space, administration in place, paperwork provided, publicity carried out, and 

a manager who is more easily able to oversee the project, the IDS 16-18 Autism Pilot 

has vastly improved resources than those available to the adult team. This really 

benefitted the young people who were able to be supported, and is an area to address 

as regards the Adult Autism and Asperger Service. 

 

4.8.2.5 Publicity 

This was a real challenge for IDS given the 16-18 Autism Pilot timeframe, and 

consequently it was not very successful. Nevertheless, a service was implemented that 

could be evaluated and staff experience with children, young people and families has 

already led them to discuss a much more contemporary and relevant form of publicising 

this service and contacting young people who are NEET. 

 

The adult team has worked hard to put together publicity and contacts in relation to 

support, and this can be seen in the appendix to this report. In order to provide a 

seamless service, publicity needs to come together with joint working to avoid 

contributing to stress and anxiety in customers when they have to access a new team. 

  

4.8.2.6 Evidencing outcomes 

Since most young people chose to access leisure activities, it could be argued that staff 

working on the IDS 16-18 Autism Pilot, took ‘the easy option’ to achieving outcomes. 

Alternatively, developing interests and accessing a social world may be the priority 

support need of young people targeted. Whichever way this is viewed, successful 

outcomes in relation to accessing leisure activities are far easier to evidence than 



237 
 

outcomes around ‘reducing anxiety’, or ‘building confidence’. These latter are key 

barriers to adults attaining the goals they wish to attain in order to have a fulfilling and 

rewarding life. Evidencing this is critical to the future support provision for young people 

and adults on the spectrum. Both express anxiety and low confidence as obstacles to 

be overcome in order to live the live they choose, and support staff, aware of this, strive 

to find workable solutions to these. The importance of engaging in and evidencing both 

these types of outcomes should be acknowledged and given the respect they deserve, 

and particularly as they are often inter-related. 

 

The stories provided by support staff (sections 3.2.1 and 3.2.2) provide a picture of 

multi-agency working by each team and an example of specific support with one type of 

service provider.  

 

4.8.2.7 Family 

Healthy families are those that feel supported, respected, and who are able to work and 

enjoy life to the full. When young people on the spectrum are not supported, this 

impacts negatively on families; a parent/parents may not be able to work for a range of 

reasons placing increasing demands on the welfare state; siblings may become 

stressed, exhibiting other health problems as a result and not be able to work well in 

school. Many other examples have been provided by the participants in this evaluation. 

The benefits of support far outweigh the results of a lack of support, and the IDS team 

has an advantage in that it has built an accurate picture of children and young people in 

the region who are on the spectrum.  
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Adults on the spectrum do not mention families as much as young people. This may be 

because they are living independently, or have little contact with family and are more 

isolated, or that families under constant pressure to resolve crises, have given up trying 

to help someone with an overwhelming and continuing number of challenges. Support 

needs to be provided holistically; practical things need to be done, and anxieties need to 

be dealt with in an appropriate manner. The challenge to adult services is that they do 

not know who will be accessing their services as yet. 

 

4.8.2.8 Closure 

With young people involved in the IDS 16-18 Autism Pilot, closure was dictated by the 

timeframe of the pilot, so cases were established with a known closure date.  

 

In stark contrast, the adult team find that, with few trained staff to signpost service users 

onto, all their cases are re-opened from time to time despite goals being set, plans 

worked to, and targets achieved. Changing situations mean that there is a constant 

need for support among this client group. With no mandatory training in autism 

awareness in place for staff in the majority of services, and customers increasing in 

numbers, a huge strain is placed on the adult support service. Critically, service users 

are more able to become dependent on a smaller number of people for their support, 

and this is extremely risky with the ever-present possibility of staff changes over time. 
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4.9.1.1 Joint working among social care teams 

Both the adult and young people’s support workers demonstrated knowledge of the 

workings of the other team, but the finer details were lacking. Seamless provision 

requires staff to be familiar with services leading into and out of the one in which they 

work, and there is a need for improved contact among staff. 

 

4.9.1.2 Other services 

Fulfilling and rewarding Lives: the strategy for adults with autism in England (2010), 

requires service providers to take up training in autism awareness. Frontline staff across 

all services need immediate training. It is essential that the adult and young people’s 

support teams can signpost effectively and close cases. This opens up the service to 

others. 

 

The voluntary sector holds a wealth of opportunities for people on the spectrum; ones 

that cannot be readily accessed due to a lack of autism awareness. Staff need to make 

themselves available for training and open the gateway to new and exciting prospects 

for individuals on the spectrum who are capable of making a positive and lasting 

contribution to their community. 

 

4.9 Gaps 

Ethos 

Ethos 

 

 
4.9.1 Similarities 
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This is the beginning. All staff require regularly updated autism awareness training in 

order to provide equality of opportunity and professional and appropriate customer care. 

Adults on the spectrum, families and support workers name all services with whom they 

come into contact as being in need of training; there was a lack of satisfaction voiced in 

relation to all areas of service provision. 

 

4.9.1.3 Promoting the service 

Both support services experience problems in relation to this, but for different reasons. 

A pooling of ideas around promoting a seamless service would benefit both teams. 

 

 

 

 

4.9.2.1 Information provided to families 

The IDS team needs to explore a range of ways in which to contact and involve families 

in the support of their young people. Providing them with different forms of support can 

be daunting if it happens at the same time, and may have the opposite effect to that 

intended. Information needs to be accessible, contemporary and clear.  

 

The Adult Autism and Asperger Service staff are in a stronger position in relation to  

publicity in that their support service has been running for longer; they are in a good 

position to offer advice. 

  

 

 
4.9.2 Differences 
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4.9.2.2 Mental health 

Whilst the young people’s support workers did not involve mental health teams, they 

were accessed by some at the assessment stage. The nature of autism is such that 

many people experience poor mental health at times, so mental health teams should be 

as trained up in autism awareness as support staff. Adult services encounter frequent 

situations where mental health support is required, and this suggests that, whilst not 

expressed as a need, young people without support might also need this link due to 

anxieties displayed. 

 

 

 

 

In relation to the future of the service, IDS need to look to the recommendations made 

in the following section and consider their merits. 

 

Staff from both support teams, have contributed their knowledge and experiences; 

much of this has been gained through direct contact with the individuals themselves, 

and advice and information from support workers in the adult team have greatly 

assisted the IDS team.  

 

As key contributors to the evaluation, it is only right to accord appropriate recognition to 

the invaluable work of both teams in this area. The two teams are inextricably linked 

and their ethos of: ‘getting what we can from the community’, saves Warwickshire 

Council money. The adult team should be recognised for the crucial work they do as an 

essential part of the Council’s legal responsibility to implement the Autism Strategy. The 

 

4.10  The Future 

Ethos 

Ethos 
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experiences and knowledge built up by staff in the Warwickshire Adult Autism and 

Asperger Service over two and a half years cannot be learnt by others overnight. The 

team is in a prime position to contribute to training and should be provided with 

consistent and continuous administrative support. They have responded to the voiced 

support needs of adults on the autism spectrum and their families and have plans to 

further the support provided within existing services.  

 

Warwickshire County Council have a duty to respond to Fulfilling and rewarding Lives: 

the strategy for adults with autism in England (2010) and work with their staff in a 

joined-up way to improve provision, work in a cost-effective manner and provide 

equality of opportunity for the many people on the autism spectrum in the county.  
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5 Recommendations: Young People’s 
Support Service 

The following recommendations summarise the main findings from this evaluation and 

relate to both practical and policy considerations in ensuring that the achievements of 

this service can be developed and sustained. 

 
5.1 FORMAT OF YOUNG PEOPLE’S SUPPORT SERVICE  
  

 

 Establishment of a management partnership between IDS and the Adult Autism 
and Asperger Service led by the Autism Lead and involving the Transitions Co-
ordinator 

 

 Establishment of a specific team with responsibility for the 16-18 year old age 
group and clear staff roles 
 

 Establishment of a formal process linking with schools to inform this service of 
potential referrals 
 

 Clarification of the involvement of families and carers in the assessment process 
and the provision of support 

 

 

Young people’s support should be overseen and informed jointly by both the IDS and 
the Adult Autism and Asperger team to provide a seamless service. IDS have good 
resources to draw on in terms of office space and administration, but should also look to 
include the voluntary sector and other services to source staff. Links with the Adult 
Autism and Asperger Service should be developed as an important source of advice 
and information required in establishing the format of assessments, goals and 
accompanying support plans. A consistent approach to support provision will reduce 
stress and anxiety in individuals on the autism spectrum in relation to dealing with new 
situations. 
 
A link worker should be identified in each secondary mainstream and special school 
with a direct input into this service. The Transitions Co-ordinator should take 
responsibility for the lead in respect of this. 
 
Parents and carers are an invaluable source of information and support, and their 
involvement needs proper consideration in order to work effectively with the service. 
Autism-specific legislation and FACS can inform this. 
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5.2 TRAINING 

 

 Review staff training within IDS and adult services; all staff should be aware of 

how they fit into the bigger picture of support for people on the autism spectrum 

 

 The Autism Partnership Board to commission a training package on autism for 

Warwickshire to provide consistent and relevant training across all services 

 

 Join with the Adult Autism and Asperger Service in building links with other 

services and continuing to identify one person in each service to train in autism 

awareness  

 

 Autism Partnership Board to investigate shared training across services. 

 

 Regular consultations with individuals and their carers using a range of formats 

to access their views concerning their support needs 

 

Staff providing support to people on the autism spectrum, need to work together, 

improving the sharing of information and skills. The provision of consistent training to 

staff working with people of all ages with autism should be provided, with input from 

individuals on the spectrum and their carers. This would improve assessments and is 

essential to the provision of the preventative work needed with this target group. 

 

Training Pack for Service Providers produced by the Autism Partnership Board. and 

developed with advice from Autism West Midlands and in consultation with people on 

the spectrum, their families and carers. Content should be informed by the needs of 

people on the spectrum in Warwickshire, their families and carers, autism-specific 

legislation, the Equality Duty (2010), and Autism West Midlands. 

 

All services should contribute to the countywide training of staff in line with the Autism 

Strategy. Shared, training, information and knowledge will provide consistency for 

people on the autism spectrum and will enable support staff to close cases and signpost 

customers to professionals trained in autism awareness in specialist services. Autism 

West Midlands, the NAS and the Prospects scheme should be asked to provide input. 
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The voluntary sector is important in the support provision for people, and in addition 

those who have additional funding through an Individual Budget, Direct Payment or who 

can self-fund. Their training is crucial. 

  

The Autism Strategy requires the views of people on the spectrum and their carers to be 

accessed and included in their support provision. People on the spectrum are cautious 

about this, as are their carers, but the evaluation shows that they do wish to contribute 

and should be given the opportunity to do so. An action plan should be established and 

disseminated to service users. 

  

 

 

5.3 PUBLICITY AND INFORMATION 

 

 

 Improved referral forms linked to information as with the Adult Autism and 

Asperger Service 

 

 Map of support groups and autism-friendly services to be developed in a range of 

formats 

 

 Consultation with parents and carers of people on the spectrum 

 

 Development of region-wide support groups with regular input and advice from 

key service providers 

 

 

IDS should consider adapting their referral forms in line with those developed by the 

Adult Autism and Asperger Service.  

  

Evidencing outcomes has proved problematic. Training of staff in other services and 

employing a range of methods to involve service users in describing their needs are key 

elements to improving this area. Service users, with support, did engage with methods 
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used in this evaluation; these and other media need to be explored further as a rich 

source of information for funding bodies and service providers. 

 

 

 
5.4 FUNDING 
 

 

 A business plan be developed to provide details on costs and funding avenues 
 

 Consultation with key stakeholders in the voluntary sector to tap into alternative 
forms of funding 
 

 Establishment of a steering group which includes stakeholders to lead this 
process 

 

 

The voluntary sector should be involved in this service provision. They are able to 
access funding not available to the Council, and should be key players in supporting 
people on the autism spectrum. Their input into a business plan is essential. 
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