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Executive Summary 

 

Aims and objectives of the joint specific health needs assessment. 

This needs assessment aims to develop understanding of the transition process for young disabled 

people from children’s to adult services, with a particular focus on young people with Autistic 

Spectrum Disorder (ASD).  

Specifically the needs assessment will aim to: 

• Detail the health needs and characteristics of children and young people living in Leicester 

City with ASD  

• Describe the services, processes and partnerships in place locally in relation to transition for 

these young people 

• Identify areas of good practice and also gaps in provision and processes 

• Identify ways in which provision and processes could be improved. 

 

Summary of methods employed 

A mixed methods approach was taken to the health needs assessment. Quantitative data from the 

Special Educational Needs service within Leicester City Council was used to determine prevalence of 

Autistic Spectrum Disorder and data from a range of sources including the Connexions service, 

Leicestershire Partnership NHS Trust and the Disabled Children’s Register were also used to explore 

each of the transition pathways.  In addition a range of key stakeholders including professionals from 

housing, education, health and also parents took part in informal semi-structured interviews.  Group 

interviews were also done with key staff working with disabled children and a work-shop was held 

with young people to gain their views and experiences of transition into adulthood and the processes 

in place to support this. An online survey was also done with Special Educational Needs Coordinators 

and also with members of the Parent’s Forum.  
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Key findings and recommendations 

1. Transition to adulthood raises a number of issues locally for commissioners, providers and 

service users.  These do however need to be considered in light of important national and local 

initiatives that aim to enhance our understanding of the transition process and to improve 

experiences and outcomes for young people and their families. Nationally this includes the 

introduction of the Education, Health and Care Plan that will come into effect in the Autumn of 

2014.  This will replace the statement of special educational need and aims to provide consistent 

planning and support for young people and their families from 0-25 years of age. Leicester has 

been one of the Pathfinder sites for the introduction of this plan which puts the city in an 

excellent position both in terms of understanding the potential impact of this significant change 

and also in optimising local implementation.  In addition, initiatives in place through the Right to 

Control ‘trailblazer’ programme and also the Family Leadership Programme are providing 

important information and support to young people and their families in relation to transition.  In 

terms of service commissioning and the development of partnership working, in addition to the 

existing Joint Integrated Commissioning Board that has so far largely focused on the adult 

agenda, the same approach for children’s services in Leicester is also currently in development.  

This will facilitate partnership working across health, social care and education and is likely to 

lead to benefits in a range of areas, including transition for young people with a disability.  Finally 

the Leicester Transitions Partnership Board has representation from a wide range of key 

stakeholders including education, housing, health and social care and looks specifically at issues 

related to transition for all young people with a disability. This provides an excellent forum for 

sharing areas of good practice, identifying local challenges and developing a good understanding 

of the needs of young disabled people as they move into adulthood. 

 

 

 

 

 

 

 

 

Recommendation 1: Using the learning gained through key local initiatives to inform future 

developments. 

There are a number of work streams within the city that provide important information and learning in 

relation to transition for young people with ASD and disability more widely. It is recommended that 

these are taken into consideration and used as a resource in any planning and development work done 

in relation to transition for young people with a disability. 
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2. Local prevalence was determined using Special Educational Needs data which was validated by 

the Learning and Autism Support Team to ensure completeness.  This data suggests that there 

are 358 children and young people aged 3-19 years living in Leicester who are known to schools 

as having ASD. This equates to a rate of 4.25 per 1,000 which is higher than the rate of 3.68 per 

1,000 reported nationally for the city, but is still lower than the national and regional averages. 

There is variation across the city, with statistically significantly higher rates observed in 

Braunstone Park and Rowley Fields and Humberston and Hamilton. This overall low rate of ASD is 

considered by professionals to be a significant underestimation of true need.  This may reflect 

both a recording issue, in that historically children with ASD may have been recorded by schools 

as having moderate learning disability rather than ASD, and there may also under reporting for 

some ethnic groups.  

Issues relating to both the quality and availability of local data means it is difficult to easily and 

accurately determine prevalence of ASD and the needs and characteristics of children and young 

people with a diagnosis of ASD.  In terms of prevalence, there are issues associated with both the 

availability of data that cover the whole transition period (14-25 years) and also completeness of 

some potential data sources, including for example the Disabled Children’s Register. General 

Practice may potentially be a good source of data to inform both prevalence and need but the 

consistency of recording as well as the ability to access individual level information needs to be 

considered.  

Due to information governance requirements there are also some difficulties sharing information 

and data between organisations, although these may be overcome through the development of 

robust data sharing agreements. However even if agreements are developed,  identifying 

children and young people with a diagnosis of ASD in data sets held by different organisations 

may be problematic as currently no single unique identifier is used across sectors/organisations. 

 

 

 

 

 

 

Recommendation 2: Improving data quality and availability 

It is recommended that consideration be given to the development of a joint and complete data set to aid 

commissioning, service planning and monitoring. To facilitate this and in line with recent national 

recommendations, key partners should consider adopting the NHS number as a unique identifier. This may 

be a timely exercise considering projects are already underway to bring together information held on the 

One Database with that on Care First and that Leicestershire Partnership Trust is reviewing approaches to 

data collection.  

In addition, how schools locally code children and young people with suspected or diagnosed ASD warrants 

further investigation. Currently national prevalence data for Leicester that is derived from school data 

appears to under represent true prevalence.  
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3. In addition to issues with data sharing, issues were also raised around information sharing 

between organisations providing care and support for young people with ASD. This included 

information sharing between Child and Adolescent Mental Health Services (CAMHS) and the 

Disabled Children’s Team and between staff in educational settings with professionals working in 

health and also social care. These issues may be resolved to some extent through the 

introduction of the Education Health and Care Plan as organisations will need to share 

information on an on-going basis to meet the requirements of the plan.  It would though be 

beneficial if relationships between key stakeholders could be further developed so that when 

problems or concerns arise they can be dealt with quickly and easily.  For example staff in the 

further education setting reported that they would benefit from having a more direct 

relationship with mental health services to facilitate timely referral of students who have 

additional mental health needs and are perceived by staff to be at risk.  It should also be noted 

that there is already work underway locally that is likely to facilitate this, including the planned 

introduction of a single point of access for CAMHS, the development of a single pathway for 

children and young people with ASD and the introduction of transition support workers within 

health who will have a key role in co-ordinating care during transition.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 3: Improving information sharing between organisations 

It is recommended that explicit agreements should be in place around how information about children 

and young people with ASD is shared between key partner organisations. Organisations should also 

work together to  identify where there is scope for direct referral and more joint working, particularly 

when it is deemed that a young person is at risk. 
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4. The transition process is complex and young people and their families can find identifying the 

right information and accessing appropriate services and opportunities difficult.  Parents and 

some professionals working with disabled young people feel that the use of key workers would 

bring significant benefits through providing a single and consistent point of access.  It is also 

thought that this approach develops an understanding of the young person and their needs 

which then facilitates the identification of appropriate opportunities.  Key workers could also 

have a potential role in improving wider health and wellbeing through providing brief 

interventions where appropriate. There is an opportunity to explore the potential impact of the 

introduction of a key worker approach through work going on locally as part of the SEND 

pathfinder project. Workers from Menphys (a local organisation providing a range of social 

opportunities and specialist outreach and support, including key workers) are as part of the 

pathfinder offering key worker support to participating families. Robust evaluation of this 

initiative could help determine a number of key issues such as impact on outcomes and also any 

scope for efficiency savings. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 4: Determining the impact of a key worker approach.  

It is recommended that the introduction of key worker support for families be considered and that this 

is informed by evaluation of work being done locally as part of the SEND Pathfinder project.   
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5. There is currently only a statutory obligation to provide formal transition planning and support 

for young people with a statement of special educational need. In Leicester however just under 

30% of children and young people aged 19 and under who are known to have ASD do not have of 

a statement of special educational need. These children may receive some transition support and 

planning from the school and historically from the Connexions service but this is not consistent.  

These children are also under represented in local data sets – for example the Disabled Children’s 

Register includes information for only 7 young people with ASD who are not in receipt of a 

statement – which makes understanding their needs difficult.  Also the health service usage data 

analysed as part of this needs assessment suggests that in comparison to those with a statement, 

children without a statement of special educational need have less contact with a range of 

community health services including School Nursing. This may reflect the level and type of need 

of children and young people with and without a statement or may also be evidence that those 

without a statement are less visible to services and so are at risk of falling through the gaps.  It is 

certainly felt locally by some stakeholders working with disabled children that the lack of 

consistent support for those without a statement means these young people are at particular risk 

of hitting crisis when they move into adulthood and subsequently need significant support from 

adult social care and mental health services.   

 

It is not clear how or if this situation will change when Education Health and Care Plans are 

introduced but the health and social care bill has introduced a re-framing of how services are 

delivered, away from reactive care towards prevention and early intervention. With this in mind 

it may be beneficial to consider in more depth what the needs of this population are and to look 

at how transition support might be provided to this group with the longer term aim of reducing 

need for adult health and social care services. 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 5: Developing our understanding of the needs of children with ASD who do not 

have a statement of special educational need. 

It is recommended that a discrete piece of work be done to look specifically at the needs and outcomes 

of children with a diagnosis of ASD who do not have a statement of special educational need. This 

should include more in-depth understanding of their experience of transition and how if at all this 

might change under the introduction of the Education Health and Care Plan.  
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6. The Connexions service has recently undergone significant changes.  This has placed restrictions 

on the amount and nature of support they can provide to young people and their families. 

Concerns regarding this change have been raised consistently by the stakeholders contributing to 

this health needs assessment. Some of these concerns are around the loss of a consistent person 

acting in a key worker type role for young people with more complex needs. Other concerns 

have been raised around support for children who are Leicester residents but are in out of area 

placements and also more generally around who will be providing information and signposting to 

young people and their families in the future.  Recently Leicester City Council has developed a 

task and finish group that aims to assess the implications of changes to the Connexions service. 

This group may wish to use the findings of this health needs assessment in their assessment of 

the impact of changes to the service. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 6: Developing our understanding of the impact of recent changes to the 

Connexions service. 

There are concerns locally around the short and longer term impact of recent changes to the 

Connexions service. It is recommended that the task and finish group recently convened to explore 

the impact of these changes consider the findings of this joint specific health needs assessment. 
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7. There is currently a lack of consistency with regards to what constitutes ‘adulthood’. In some 

services children’s services cease at 18, others at 19. In terms of adult social care, eligibility for 

support is assessed from age 18 but then in terms of benefits, many benefits such as Personal 

Independence Payments are available from the age of 16.  This is a source of confusion for both 

young people and their families and also for the professionals supporting them.  In addition, the 

worlds of children’s and adult services are seen as being very different in terms of both eligibility 

and also in general approach. For example a parent talked about children’s physiotherapy 

services and how they had provided on-going consistent support that ended very abruptly once 

the young person moved into adult services.   This issue is not specific to Leicester and in some 

areas of England has been tackled through the introduction of an integrated 14-25 service where 

teams/services are co-located and sometimes merged.  There has been limited evaluation of this 

approach but there is some evidence that is has benefits for both services and for young people 

and their families. This approach is also likely to facilitate integrated commissioning and could 

also be associated with efficiency savings.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 7: Consideration is given to the potential benefits that might be achieved through 

the introduction of an integrated 14-25 service. 

It is recommended that the introduction of an integrated 14-25 service be considered.  A pilot project 

could be developed to explore both the benefits of adopting this approach, to allow the identification 

of any efficiency savings and also to determine any challenges associated with this way of working. This 

could improve the consistency and quality of transition support being offered to all young people with 

a disability.  
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8. Currently the transition team that sit with Adult Social Care become involved in the transition 

process in the September of the young person’s final year of school-based education.  This team 

undertake the community care assessment in this final year and determine the young persons’ 

support needs going forward. This information forms an important part of the transition process 

as college places for example can’t be confirmed until the community care assessment has been 

completed and resource allocation agreed.  Any delay in this process can lead to a range of 

difficulties and can cause young people and their families a great deal of concern.  It was felt by 

key stakeholders that involvement from this key team would benefit from starting earlier, 

although it was also acknowledged that this may require additional capacity. A local Special 

School have expressed an interest in piloting earlier intervention, with input starting one year 

earlier.  By robustly evaluating such a pilot it should be possible to determine both the costs and 

benefits to this approach. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recommendation 8: Timing of Community Care Assessments and support plans 

Work already begun by the Disabled Children’s Service should be progressed to secure earlier 

engagement of the Adult Social Care Transition team to ensure that CCAs are completed in the 

penultimate year of school, and not in the last year as is currently the case.  
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1 Aims and objectives 

The aim of this health needs assessment is to develop our understanding of transition for young 

disabled people from children’s to adult services. Transition is a crucially important time for young 

people and their families and ensuring a smooth transition period has for some time been a national 

and local priority. Locally this has led to a range of initiatives and partnerships that have worked to 

identify and challenge the issues that can be associated with transition. However, concerns over the 

process continue to be raised by both service providers and commissioners as well as by service 

users and their families. 

In terms of the population of interest, disability is a broad term covering a wide spectrum of physical 

and learning disability and undertaking a needs assessment to address this in its entirety would not 

be possible within the time frame for the project. With this in mind, this needs assessment focuses 

on Autistic Spectrum Disorder (ASD) but it is anticipated that many of the findings will be 

generalisable to other disabilities.  

Specifically the needs assessment will aim to: 

• Detail the health needs and characteristics of children and young people living in Leicester 

City with ASD; 

• Describe the services, processes and partnerships in place locally in relation to transition for 

these young people; 

• Identify areas of good practice and also gaps in provision and processes; 

• Identify ways in which provision and processes could be improved. 

 

To ensure a holistic view of transition, the health needs assessment utilises the four pathways 

described in the Getting a Life Programme [1] as a framework. These pathways, shown in Figure 1, 

are: 

• Employment 

• Housing 

• Good health 

• Friendships and relationships
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Figure 1: Pathways to Getting a Life 
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2 Background and Introduction 

2.1 Autistic Spectrum Disorder 

The definition of Autistic Spectrum Disorder used in this needs assessment is that given in the 2010 

Autism Strategy: Fulfilling and Rewarding Lives[2].  This describes autism as: 

 

 A lifelong condition that affects how a person communicates with, and relates to, other people. It 

also affects how a person makes sense of the world around them. The three main areas of difficulty, 

which all people with autism share, are known as the ‘triad of impairments’. They are difficulties with: 

 

• Social communication (e.g. problems using and understanding verbal and non-verbal language, 

such as gestures, facial expressions and tone of voice) 

 

• Social interaction (e.g. problems in recognising and understanding other people’s feelings and 

managing their own) 

 

• Social imagination (e.g. problems in understanding and predicting other people’s intentions and 

behaviour and imagining situations outside their own routine). 

 

For the purposes of this piece of work and in line with both the national strategy and with 

approaches taken by key organisations such as The National Autistic Society, the term ‘Autistic 

Spectrum Disorder’ will include a range of conditions widely agreed to be within the spectrum, 

including Asperger Syndrome.  

2.2 Transition and features of good transition for young people with ASD 

Transition for young people with a disability from children’s to adult services is a complex process. 

The summary shown in Figure 1 provides an overview of the pathways but this does not give a full 

sense of the issues that young people and their families face in relation to transition through 

childhood and into adulthood, and what families and young people consider important in terms of 

this transition.  Figure 2 provides a pictorial representation of the process, including some of the key 

needs of young people and their families. 
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Figure 2: The complexity of transition 

 

Source: Reproduced with permission from Helen Sanderson Associates. 
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Currently, the formal transition process for all young people with a statement of special educational 

need begins in Year 9 at age 14 and then continues to age 19. A summary of the process is given 

below in Table 1.  

Table 1 Summary of the transition process 

Time period  Action required 

Two weeks before the 

start of each school year 

The Connexions service are given a list by the Local Authority that identifies all 

children with a statement of special educational need who will be starting year 9 

and will in this year have their first transition review.  With agreement the 

Connexions service may also be given information for young people who would 

benefit from transition planning but who do not have a statement. 

Two weeks before the 

start of each school 

term 

Health and Social services are given a list of all young people who will have their 

annual review during the upcoming term. Again this includes all children with a 

statement of educational need and with prior agreement may also include young 

people without a statement who would benefit from transition planning. 

Year 8 The Connexions service will be made aware of all young people with a statement.  

The Personal Advisor may begin working with the young person at age 13. 

Year 9 Children with a statement will as part of the annual review have transition 

planning discussed.  A Connexions worker (where possible the young person’s 

personal advisor) will attend a transition plan is developed. Young people without 

a statement do not automatically receive this review but parents can request for 

this to take place. 

Year 10 The transition plan is reviewed at the annual review. Post 16 options should at this 

point become clearer although no final decision needs to be made. 

Year 11 All children with a statement who will be moving into further education, work or 

training have a Learning Disability Assessment (LDA)carried out to identify needs 

and the provision required to meet these needs. For children without a statement, 

a LDA may be done but this is not a statutory requirement. 

Adapted from: Transitions: An overview. The National Autistic Society. 

The professionals involved in the transition process may vary according to the needs of the young 

person. A summary of the key professionals and other stakeholders involved in the process is given 
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below in Table 2, but there may also be input from others not listed here including college, housing 

and therapists.  It is important to note however that there is no statutory obligation to provide 

transition planning for young people without a statement of special educational need and so the 

support described below may not be provided for these young people in the same way or at all.  

Table 2: Professionals/Stakeholders involved in the transition process  

Adapted from: Transition planning in England – who should be involved. The National Autistic 

Society. 

 

Professional/stakeholder Role 

Head Teacher/school 

representative 

The school have a key role in the process and take a lead in the 

process. The school for example will invite other key stakeholders to 

review meetings, produce the transition plan and ensure the plan is 

delivered in the school setting. 

Parents/carers Parents/carers should be involved in the process and provide 

information about the needs of the young person and how the plan 

will impact on the young person and wider family. 

The young person Where possible the young person is also involved and their views 

included. 

Connexions Connexions provide a key role in the transition process. They attend 

Year 9 review meetings and subsequent reviews and have a role in 

coordinating the transition plan. They help to identify post 16 

opportunities and undertake the LDA. 

Social care Social services have to be invited to participate in the process and to 

identify any care needs that need to be considered and included in 

the plan.  

Health  Health will be involved if the young person is already in receipt of 

support for needs that will continue when they leave school.  They 

will advise on the services that may need to be provided and 

provide information and support in relation to transfer to adult 

services. 
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Getting transition right for young people, not just for those with a diagnosis of ASD but across the 

spectrum of special needs and disability, has been a focus for a number of years. As a consequence 

there is a significant amount of policy and guidance for professionals working in a range of health, 

social care and education settings.  

 McConachie et al [3] have summarised the key features of successful transition by reviewing 

guidance from agencies such as the Department of Health, the National Transition Support 

Programme, and the Department for Children Schools and Families.  The authors concluded that 

good transition included: 

i. Taking a young person centred approach that identifies their needs, their wishes and 

aspirations 

ii. Transition being seen as a flexible process where movement to adult services takes into 

account the readiness of the young person to move on 

iii. Having a named person/professional who is responsible for co-ordinating the transition 

process 

iv. Ensuring that children and adult services are fully engaged in the process whilst also making 

sure that confidentiality is considered 

v. Giving information to the young person to help them engage with adult services in the future 

vi. Ensuring that there are staff available who understand and can meet the needs of young 

people with ASD 

vii. Agencies work closely together to ensure that health needs are part of the wider transition 

process 

viii. Ensuring that where the young person is reliant on parents/carers that they are fully involved 

in the process 

ix. Ensuring that young people are involved in advising and developing service delivery. 

2.3 Experience of transition 

Transition is a period of significant change and the experience of young people and their families of 

this is varied. In 2013 the Social Policy Research Unit (SPRU) published a report that gave the findings 

of an extensive piece of research into transition for young people with ASD [4]. This included 

experiences of young people and also of parents and families whose children did and also did not 

have a statement of special educational need (SEN).   
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Young people with ASD reported that their families are the main force behind their transition out of 

the school setting - finding the information, making sure support needs are met and providing 

emotional support.  What appears to be important from a young person’s perspective is that the 

people involved in transition are reliable and deliver what has been promised.   This has been echoed 

by parents who feel that having a key contact during the transition process and ensuring that issues 

raised are actioned, are key factors that impact on their experience.  The timing of transition 

planning in the annual review process was also seen as an important factor and some parents whose 

child had a statement of special educational need reported not having an annual review during the 

last year their child was at school, or that it was not a forum for discussion as they had hoped.  

Key issues associated with experiences of young people and their families in relation to transition 

included: 

Key contact – parents felt that having a key contact (who may be a Connexions Personal Advisor a 

SENCO or a transitions worker) was important as these often (caseload permitting) gave valuable 

support. This included developing an understanding of the young person’s aspirations, developing a 

transition plan and identifying post school opportunities.  

Timing of transition planning: It has been reported that annual reviews do not always fit well with 

decision making and planning and that at times there is too great an emphasis on behaviour and 

achievement. Not including discussion about issues such as leaving school and moving on then 

causes some parents to feel anxious. 

Ensuring action: Parents have reported that actions not being taken forward by practitioners or 

practitioners not attending review meetings is a source of frustration. 

Information and advice:  Parents value information and advice, particularly when that comes from a 

trusted source who knows their child (school staff and Connexions workers being the most 

frequently cited).  

Services working together:  Transition planning is not always seen as a multi-agency process and 

parents have reported that services do not work together.  Multi-agency working has been seen as 

being the school and Connexions working together, and ‘joint working’ as being when consistent 

information is provided across different services. 

The role of the school: From a parent perspective, the school plays a very important role in the 

transition process, including for example teaching life skills, providing work experience and taking 

young people to colleges to help them familiarise themselves with the surroundings.   
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Availability of post school opportunities:  The types of opportunities available to young people when 

they leave school can ‘colour’ the transition process for parents and families. Some parents feel 

these are limited by for example funding/resource constraints, some feel they only have one option 

for their child, whilst others feel there are a range of suitable options they can choose from.  

The experiences of parents and families whose child does not have a SEN, this is more variable. In the 

research published by SPRU most families received no formal transition suppor,t and where this 

could be identified it could not be joined up across agencies[4]. As one parent stated: 

“..We were just left to fend for ourselves really. Unless there was things being done behind the scenes 

that I didn’t know anything about…he was just the same as everybody else, he wasn’t a child with 

special needs.”  

In 2009 the all-party parliamentary group on autism published an inquiry into transition to adulthood 

for young people with ASD[5].   Many of the parents and young people participating in the enquiry 

had had poor experiences of the transition process. Issues identified included: 

Planning – due to lack of planning, transition was at times seen as en ‘event’ and not a process.   

Expectations and support- Expectations were seen as being too low for some young people and yet 

for others were unrealistic – taking into account only intellectual capability and not ability to deal 

without support with other issues that might come with opportunities in education or employment.   

Joint working across services - Having a key worker with responsibility for co-ordinating the process 

was seen as very important in navigating the process and managing the involvement of multiple 

agencies, including ensuring that agencies ‘did what they said they would do’. 

Understanding of autism amongst professionals- This was raised as an issue across services, 

including Connexions workers. Understanding communication issues and being able to communicate 

the process to young people was seen as vital in facilitating the process. 

Provision of information – The provision of information to both parents and young people was 

considered very important.  This included information around options available being presented and 

communicated appropriately. 

Funding – Having to battle for funding was reported as being a problem for some and it was also felt 

that transition should be based firstly on need and not on the funding available. 
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2.3.1 Children and young people without a statement of special educational need 

It is important to note that although there are well reported issues and problems associated with 

transition for young people with ASD, formal transition processes are only put in place for those 

young people with a Statement of Educational Need. Children and young people are assessed for a 

statement by a range of professionals including an Educational Psychologist, teaching staff from the 

child’s school and a Doctor. The parent or carer is also involved in the process. The statement lays 

out the needs (educational and otherwise) of the child and is reviewed annually.   

 Not all children with a special educational need, including those with ASD, will receive a statement. 

Some young people with ASD will be known to special education services as being in receipt of either 

school action or school action plus, which are support packages put in place where a child has 

specific needs and is not progressing appropriately.  In Leicester approximately one third of young 

people with ASD as a primary, secondary or tertiary diagnosis are not in receipt of a statement but 

are instead classified in this way. 

The issue of whether or not a young person has a statement is an important one as young people 

who do not meet the criteria for a statement may face particular issues in terms of transition.  For 

example the inquiry into transition for young people with autism reported that where young people 

are moving onto college or university, the lack of a statement meant that help was rarely available 

despite need for support[5]: 

“My daughter has Asperger syndrome and no statement and really we have been left to support her 

ourselves as has always been considered too able for support, but she has suffered with significant 

mental health problems and still does to a certain extent but we have paid for all the support she has 

had.” Parent/carer. 

In terms of moving into adulthood, those young people without a statement may also be at risk of 

falling between the gap in terms of health and social care provision. The high levels of mental health 

need in young people and adults with ASD for example means that this group of young people when 

they move into adult services can fall between mental health services and adult learning disability 

services .   The SPRU report noted that [4]:  

“Young people ineligible for support from children’s services and without a SEN, including young 

people with HFA (High Functioning Autism) and Asperger’s Syndrome, are at risk of being invisible to 

strategic groups and commissioners of adult statutory services. Undergoing transition in the absence 

of appropriate support can affect young people’s outcomes in adulthood and thus needs to be 

addressed.” 
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3 Contextual information: Key policy drivers and local developments 

This chapter describes the policy drivers and national and local developments that are having or will 

have an impact on transition for young people in Leicester. This includes far reaching national level 

changes such as the move away from a statement of special educational need to an integrated 

approach bringing together education, health and social care and also local initiatives such as the 

introduction of transition workers within health. 

3.1   The green paper on special educational needs and the Pathfinder 

projects. 

In 2011 the green paper ‘Support and Aspiration: a new approach to special educational needs and 

disability’ identified several key areas for reform [6].  A key element of this is the introduction of 

Education Health and Care (EHC) Plans that will be put in place by the Autumn of 2014 and will 

replace the current statement of special educational need. The aim is to develop a multi-agency plan 

that reflects the changing needs of the child as they get older and also facilitates cross-organisational 

working.  The green paper also recommends that parents should be placed in a greater position of 

control by being offered the option of a personal budget and by Local Authorities and other key 

organisations providing a local offer that sets out the services and opportunities available locally.   

In response to the green paper, twenty pathfinder projects have been put in place across England to 

test out the recommendations made. Leicester City is one such pathfinder site. To inform this needs 

assessment the lead for the local pathfinder was informally interviewed. She reported that that the 

proposed changes to the current system pose challenges for Leicester but recognised that the 

statement system is no longer fit for purpose. One of the challenges that will be faced locally and 

nationally is that as the EHC plan continues to age 25, the number of people with a plan may be 

greater than the current number of young people with a statement of special educational need. In 

Leicester for example there are approximately 1500 children and young people with a statement, but 

it is likely that approximately 2000 will have an EHC plan. Moving beyond the number requiring 

support, there are also new processes and ways of working that need to be tested and evaluated and 

locally there are 12 families piloting new approaches, nine already known to services and three new 

entrants. 

It is anticipated that locally there will be some key benefits to the proposed changes. These include 

harmonisation of transition planning processes across special schools, where currently there is some 

variation with some but not all providing person centred approaches, and also across mainstream 

schools where the variation is considered to be much greater. As the EHC plan aims to be more 

integrated and person centred, the proposed changes are also likely facilitate and further develop 

links across agencies and sectors. 
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3.2 Personalisation and Right to Control 

There has in recent years and with successive governments, a commitment to provide a more 

personalised and user controlled approach to health and social care. This has included a greater use 

of direct payments and personal budgets that allow people with a range of needs to identify both the 

outcomes they wish to achieve and also the services and support they wish to access in achieving 

these outcomes.  

Right to Control demonstrates this commitment to a more personalised approach by giving those 

eligible a legal right to be given greater choice and control. Introduced in 2010, there are currently 

seven ‘trailblazer’ sites that will inform the wider implementation of the initiative and Leicester is 

one such site.  Individuals aged 18 and over and in receipt of at least one of five funding streams 

(access to work, adult social care, disabled facilities grant, supporting people or work choice) or in 

receipt of support from the Independent Living Fund, have the legal right to be given the opportunity 

to have greater choice and control over their social care, housing and employment support.  This 

means that individuals can access services/support as it is currently provided, can ask to access 

different support or to buy their support, or receive a mix of services and payments to buy support.  

Those accessing Right to Control will have a single support plan that lays out the outcomes to be 

achieved, financial information such as the amount of money available and how support will be 

purchased and when the plan is to be reviewed. Right to Control represents a significant shift in 

policy and in how services are provided and locally Leicestershire Centre for Integrated Living 

provides support and information to help service users navigate the process.   

3.3 Development of an Autism pathway  

One of the challenges faced by services involved in the transition process for young people with a 

disability is to have a clear and well communicated pathway. The Autism Strategy Group is a multi-

agency strategic planning group that works across the city and county and looks specifically at the 

needs of those with ASD. A key piece of work done by this group has been to develop clear pathways 

for people with a diagnosis of ASD that includes health and social care.  At the current time the 

pathways for children and transition are not complete, although they are in draft form.  However, as 

shown in Figure 3, the pathway for carers and users has been completed. This has been designed to 

give service users and their care/family clear and concise information about the condition, the 

assessment and diagnosis processes and also how the needs of the person with ASD are met. The 

pathway for adults is also in final draft form and will shortly be available for use by services and 

service users. 
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Figure 3: Summary of the user and carer pathway for Leicester 
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3.4 Development of the Family Leadership Programme 

A common criticism raised in relation to transition is the lack of availability of clear and 

contemporaneous information for young people and their families about the process of transition. In 

Leicester the Disabled Children’s Service has worked with partners across all key sectors to develop 

and trial the Family Leadership Programme. This is a series of six sessions for parents and carers and 

includes: 

-   Module 1:  An overview of person centred reviews and approaches. This initial session provides a 

description of person centred approaches and sets the scene for the following sessions. The process 

and benefits of person centred reviews are presented and families are given a file that allows them 

to collate information about each transition pathway for future reference. 

-   Module 2: Friends, relationships and community.  This includes information on short break 

activities. These are any activity that young people can access for a minimum of two hours and might 

include for example a horticultural project or a sport related opportunity.  This module both gives 

families information about The Access Point (known as TAP) and the opportunities available and also 

describes social care eligibility, resource allocation and personal budgets.  

- Module 3: Planning for good health. This module again focuses on helping families to prepare for 

their child’s future and provides information on how services work, including how to navigate adult 

services when families have been used to children’s health services.  This includes the ages at which 

different services such physiotherapy for example move into adult services as these are not 

consistent between different services.  This session also includes information on equipment, on 

eligibility for continuing healthcare funding and on how moving into adulthood impacts on issues 

relating to capacity and consent.  

-  Module 4: Independent living and independence.  This session begins with wider discussion about 

what people mean by independence and moves on to present information about the whole range of 

opportunities available to people with a disability in terms of housing. This includes home ownership, 

supported living and provides information on housing support provided by the Local Authority and 

third sector organisations.  Welfare rights and benefits are discussed and families can also see and 

interact with a range of assistive technologies available to help people live more independently. The 

housing register is also discussed with families and they are encouraged to consider registering their 

son or daughter on this as it helps inform longer term strategic planning. 

-Module 5: Education, learning and work. This module provides information on the range of 

opportunities available to young people when they leave the school environment, including 
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employment and college.  This includes the range of providers locally who can help support young 

people into work experience and employment and how to access initiatives such as Work Choice. 

- Module 6: Personalisation. This final session has been designed to bring together many aspects of 

the course.  Personalisation is discussed much more widely than simply in relation to social care as 

many of the young people going through transition will not be eligible for support from adult social 

care.  Personal aspirations are discussed and then related to opportunities in for example housing, 

employment and social activities. 

The course has been piloted in Westgate School and in Nether Hall School and feedback from parents 

has been very positive. It is the intention to roll out the programme across all special school provision 

in the city and to parents in the mainstream sector whose children have a statement of special 

educational need and so eligible for transition planning. 

3.5 Employment of transition workers in health 

Locally health commissioners, with partners working on the SEND Pathfinder project have developed 

a service specification for a lead practitioner and two co-ordinator posts who will have a specific 

responsibility to work with young people during the transition phase (14-25) who have complex 

health needs, are disabled or have a long term condition.  Key outcomes for the service include 

facilitating access to appropriate services, taking a lead on and co-ordinating transition planning to 

adult services and also developing the knowledge, confidence and competence of young people and 

their families in managing health related decisions.   

The specific objectives for the service as laid out in the service specification are: 

• Provide support for young people to maximise their independence from family and carers. 

• Young people have support from the transitions leads to ensure that they are able to access 

appropriate health services that meet their needs 

• Ensure that young people hold their own transitions health plan.. 

• Ensure that young people know what health services are available in their local  area.  

• Promote  autonomy and involvement in decision-making  

• Involve young people, parents and carers in service design and delivery:  

• Provider parents / carers with information to promote readiness for transition. 
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• Ensure that all staff with a duty or responsibility towards this group of young people   have a 

clear understanding of their role and function  

• Ensure that the duties and responsibilities of health care professionals are included in the 

Leicester City Transition Policy  

• Work with relevant Children and Adult local authority services to promote a co-ordinated 

approach to transition. to promote co-ordinate approach to transition  

• Work with relevant schools and colleges to promote health needs and plans as part of the 

Transition Planning arrangements to promote health needs and plans. 

• Co-ordinate training in respect of personalised approaches including person centred planning 

and reviews – to other appropriate LPT community services staff to ensure key individuals 

involved in young people’s care can the lead on the health element of transition. 

• Co-ordinate health contributions into transition planning and reviews. 

• Provide a recognised process for clarifying current and future health needs and sharing 

information where appropriate, with both paediatric and adult services in relevant agencies, 

informing both clinical and strategic planning;  

• Analysis and interpretation of information from children, young people, parents/carers and 

respond using the data to inform future service development. 

• Ensure primary, secondary and third sector care involvement in transition planning. 

 

The lead practitioner post has until recently been filled through a secondment opportunity but is 

currently vacant (September 2013) and the co-ordinator posts have yet to be appointed to. However 

it is anticipated that these roles will be operational in the near future. 

 

3.6 Improving identification, management and recording of ASD in general 

practice 

In addition to the development of the ASD pathway, the Autism Strategy Group has also supported 

the development of information and training for general practice staff around the identification, 

management and recording of ASD in the general practice setting. This initiative is being funded and 

led by Leicestershire county but training/information packs have also been sent to all city practices.  

In addition to this material, the practices have also been offered face to face training. To date this 

has though only been delivered in the county although more recently a small number of city 

practices have expressed an interest in receiving the face to face training option. 

 



 

 

33 
ASD JSpNA. Version 0.02.  

 

3.7 The Learning and Autism Support Team 

The Learning and Autism Support Team (LAST) form part of the Special Educational Needs Teaching 

service in Leicester and have a specific role around supporting schools, young people with ASD and 

their families.  Each school in Leicester has a LAST teacher who works with the core team to identify 

and meet the needs of pupils with ASD. In addition to this the team also provide a range of support 

that both aim to improve achievement, such as helping schools implement programmes that 

accelerate progress for those with reading and writing difficulties , helping to develop social 

interaction through the provision of a Play Interactionist.  The team also provide support for families 

and have an extensive knowledge of both local school provision and of the needs of local families and 

young people. 

3.8 The Transition Partnership  

There is a well attended transitions partnership group that meets regularly in Leicester. Attendance 

includes a very wide range of partners from health, social care (children’s and ASC), health, education 

(including schools, colleges and University representatives) the third sector and service users. This 

group discusses any issue relating to transition, comments on local and national policy and 

developments and also provides a forum for networking and sharing good practice.   The partnership 

has also produced a multi-agency transitions action plan (see appendix 8.2).  This clearly lays out the 

objectives for health, social care and education in relation to transition, the action needed to be 

taken to meet these objectives and also the outcomes that should be achieved. For example, an 

objective included in the plan is the development of the Person Centred Review Programme for 

transition planning from year 9. Priorities associated with this include the delivery of training to key 

stakeholders such as staff in schools and colleges and the outcomes include a change in how schools 

approach statutory annual reviews from year 9. 

3.9 Local and alternative service delivery models 

Education, health and social care services all have key roles within both overall support and care for 

young people with ASD and in the transition process. In Leicester, and in most local authority areas, 

education, health and social care services work together but also separately during the transition 

process.   Children’s services in both health and social care are distinct to adult services, with a 

transition team working within adult social care that has a range of responsibilities including 

completing the Community Care Assessment in the final year of schooling. 

A small number of local authorities have moved away from this model towards a more integrated 

model that has been designed to facilitate integrated commissioning and a more joined approach to 

transition. An example of this is the Northamptonshire who developed a 14-25 team in 2012 and 
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who agreed to share their programme plan to inform the joint specific health needs assessment.  

This service was set up in response to a piece of work undertaken in 2011 that highlighted several 

local issues associated with transition, including young people and their families reporting a  lack of 

information, lack of choice and also feeling that the process of transition had been associated with 

anxiety and feeling of helplessness.   

As shown in the programme structure  (see Figure 4),  staff from children’s and adult services 

working with young people during the transition process are being bought together  to form the 

basis of what will develop into a multi-agency transition team that will in the longer term include 

staff from Connexions, education and health.  The programme has a strong emphasis on co-

production and improving the experience of transition for young people and their families.  Service 

related objectives of this new approach include: 

• Developing a vision and strategy through co-production 

• Developing joint assessment processes 

• Developing joint strategic working and commissioning 

• Having a dedicated multi-agency team. 
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Figure 4: Northamptonshire Transition Programme Strategy Map 
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The programme has an Executive Board that is chaired by very senior managers in either Children’s 

or Adult Social Care. The Board also includes Senior Managers and Directors from key agencies 

involved in the transition process. A ‘Challenge Board’ has also been developed that includes young 

people, parents and advocacy groups and a parent from this group also sits in the Executive Board. 

There are four key work streams being developed which are: 

- ‘Nuts and Bolts’ – this includes: finance, IT and Resource Allocation System work 

- ‘Big Shopping and Little Shopping’ – includes: Commissioning and safe guarding 

- ‘Growing Great People’ – this includes: Workforce development, training for partner 

organisations, carers and young people 

- ‘What’s Going On?’ – this is around communication and includes the development of 

communication tools like websites and also has a focus on developing accessible and easy 

read materials. 
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4 Methods used in this needs assessment 

This chapter will describe the methods used in addressing the objectives of the needs assessment. It 

will both describe the overall process of needs assessment and will also provide a summary of the 

data collected including the data source and approach to collection. 

 A mixed methods approach has been taken to the health needs assessment, utilising quantitative 

data from local and national sources and qualitative data drawn from focus groups and informal one 

to one interviews with key stakeholders. Details of the data collection process are given in section  

4.1.2. Health Needs Assessment (HNA) is a tool used in public health to better understand the health 

needs (and needs linked to the wider determinants of health) of the population and to use this 

understanding to plan services and to reduce health inequality.  The benefits and also the challenges 

associated with HNA are outlined below in  Figure 5. 

Health Needs Assessment can be: 

- Epidemiological. Concerned with the epidemiology of a condition or an issue of interest, 

with what current service delivery looks like and what the evidence base suggests is 

effective. 

- Comparative. Includes comparing for example service provision between populations to 

assess need. 

- Corporate. Involves collecting the views and perceptions of a range of stakeholders, 

including for example patients/service users, service commissioners and providers. 

In practice most HNA includes elements of all three approaches to give a clearer and more holistic 

view of both the issues of interest and possible ways forward. 

 Figure 5: Benefits and challenges of HNA 

 

 

 

 

 

 

  Why do HNA? 

-To provide the right 

information to help plan 

service delivery better 

-To improve our 

understanding of our 

population 

-To encourage 

services/agencies to  

 

 

What are the benefits? 

-Can identify strengths and 

vulnerabilities in services 

and systems 

-Informs resource allocation 

- Involves patients/service 

users and staff in decision 

making 

- Can lead to better 

communication and 

relationships between 

teams/agencies 

What are the challenges? 

-Ensuring commitment from 

all partners 

-Accessing the right data, 

individuals and communities 

-Meeting expectations 

-Ensuring that findings and 

recommendations lead to 

action/change 
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As shown in Figure 6, there are five key steps to undertaking a HNA
1
. The underlying principle is that 

all stages of the process are done systematically, ensuring that subsequent findings are robust.  

Figure 6: The five steps of HNA 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Adapted from The Five Steps of Health Needs Assessment. 2005. NICE.
1
 

                                                           

 

Step 1: Defining the topic and aim 

Who are we interested in knowing more about?  What is the aim of this piece of 

work? Who should be involved? 

Step 2: Identifying the issues 

Identifying data and information sources, collecting data, searching the evidence 

base and using this information to identify key issues. 

Step 3: Identifying priority areas requiring action 

Identifying areas where action/intervention is needed and deciding what could be 

put in place to bring about improvement. 

Step 4:  Planning for change 

Ensuring that the aims of planned interventions/changes are clear, planning how this 

will  be taken forward and developing a monitoring and evaluation framework. 

Step 5:  Review 

What have we learned and what impact has the project had? What is our next 

priority? 
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4.1 Data sources  

4.1.1 Summary of data sources 

Data were drawn from a variety of sources.  The data sources and variables collected are summarised  

below in Table 3.    

Table 3 Summary of data sources  

Area of interest Key questions Data sources 

National prevalence 

of ASD  

What is the national prevalence 

of autistic spectrum disorder in 

children and young people? 

Improving Health and Lives: Learning 

Disabilities Observatory. Learning 

Disabilities Profile 2012. 

Local prevalence of 

ASD 

How many children and young 

people living in Leicester City are 

known to have a diagnosis of 

ASD?  

What are the characteristics of 

these children and young people 

in terms of geographical location, 

age, gender, primary and 

additional needs? 

-Special Educational Needs data 

-Disabled Children’s Register  

- Connexions data 

- Health services data (Community, 

mental health and general practice data) 

Theme 1: Housing What provision is available locally 

to enable young people with ASD 

to live independently? 

How many young people locally 

with ASD are known to be living 

independently as a result of 

supported living initiatives?   

What are the views of key 

stakeholders in relation to 

housing and transition? 

-Specialised Housing 

- One to one interviews with parents and 

with-adult social care strategic housing 

- Parent online survey 

-Workshop with young people 

Theme 2: 

Employment and 

education 

How many young people with 

ASD are known to schools in 

Leicester City? 

How many are in mainstream 

schools and how many in special 

schools? 

How many are school action, 

school action plus or are in 

receipt of a statement? 

What choices do you people 

make when they leave school – 

how many go on to college, how 

- SEN data  

- Connexions data 

-SENCO online survey 

-Parent online survey 

-Workshop with young people 

-Informal one to one interviews with key 

stakeholders.  
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many are in employment, how 

many are classified as NEET? 

What are the views of key 

stakeholders in relation to 

transition and 

education/employment? 

 

 

 

Theme 3: Health How many young people with a 

diagnosis of ASD are known to 

General Practice and LPT? 

What are the characteristics of 

these young people? 

What services do these young 

people access? 

How do young people, parents 

and professionals perceive 

current provision? 

- Leicestershire Partnership NHS Trust 

service usage data 

- GP data 

- Interviews with key stakeholders 

-Workshop with young people 

Theme 4: Friends 

and relationships 

What opportunities are there  

locally for young people with ASD 

that have provide a forum for 

making friends? 

What are the views of key 

stakeholders in relation to local 

provision? 

 

-TAP referral data 

-Disabled Children’s Register 

-Interviews with key stakeholders 

-Workshop with young people 

 

4.1.2 Data collection tools and processes 

Special Educational Needs (SEN) service data: Due to a paucity of data that can paint a complete and 

accurate picture of the number of young people with ASD in Leicester, SEN data has been used as a 

basis from which to calculate local prevalence rates as it was considered to be the most complete 

dataset for young people aged 3-19 years.  The SEN data is held by the Local Authority and is derived 

from information schools record as part of their routine recording processes.  Current data were 

requested from the SEN service in March 2013 and were hand checked by the Learning and Autism 

Support Team (LAST) to ensure completeness. This data has been used to calculate age adjusted 

rates per 1000 and to develop maps to show variation in rates across the city. 

Health service usage data (community and mental health): Community health service and mental 

health data for a three year period (April 2010-June 2013) were provided by analysts employed by 

Leicestershire Partnership NHS Trust (LPT). As LPT could not identify young people on their system 

(SystmOne) by diagnosis, an information sharing agreement was put in place that allowed the young 

people identified through the SEN service to be identified on the LPT system.  Community health 

service and mental health service usage data were then provided for these children and young 
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people. As SystmOne records all clinical and non-clinical activity, including administration activity, the 

following filters were applied prior to analysis:  

 • Clinically relevant contact (i.e. not administration) 

• Contact marked as patient activity 

• Face to face or telephone contact between the patient and professional 

General Practice data: Practice level ASD data were provided by Leicester City Clinical 

Commissioning Group. This information was collected to determine the number of children and 

young people identified by General Practice as having ASD and to show any variation in recoding at 

GP level. Age specific rates per 1,000 population were calculated using this data and also practice list 

data accessed through the Exeter system. 

Learning Disability Observatory local profile data: The Learning Disability Observatory publish 

learning disability profiles by Local Authority area and these were used for comparative purposes – 

i.e. to compare Leicester City to national and regional rates and also to rates for areas considered to 

be similar to Leicester in some key characteristics.  The data itself is derived from the School Census 

which consists of information sent by all schools on a termly basis to the Department for Education 

for all children and young people with an identified special educational need [7].   

Disabled Children’s Register data: There is a statutory requirement for Leicester City Council to hold 

a register of disabled children.  Development and administration of the register is funded jointly by 

health and social care, with the larger share of the funding coming from social care.  However 

although the register itself is mandatory, inclusion is voluntary which means that it is not complete. It 

is also completed inconsistently by parents/carers and this means that for some fields, including 

those relating to income and socio-economic status, there is a considerable amount of missing data. 

With that in mind data from this source has not been used to inform prevalence of ASD or 

characteristics of young people. It has however been used to inform specific elements of this needs 

assessment including access to and use of social opportunities. 

Connexions service data: Connexions provide support, information and advice to young people and 

their families throughout the transition process. The service holds data on both contacts and the 

nature of the support provided and also on the destination of those supported. This destination data 

for young people with ASD has been used to inform the education and employment theme of the 

need assessment and has also been used to calculate prevalence rates for young people aged 19-25. 

Using this data set for this purpose is not ideal as it is not complete – i.e. not all young people with 

ASD are supported by Connexions. However this decision was taken in light of there being very little 

data available for young people in this age bracket. The Learning Disability Register data was 

considered as this would provide more complete information but this could not be used as diagnosis 

of ASD is not included on the register. Questions are included that ask about ability to show empathy 

and friendship development and these could have been used to identify those likely to have a 

diagnosis of ASD. However in discussion with the manager responsible for administering the register 

it was decided that the risk of misclassification was too great and would lead to misleading results. 

SENCO Online survey: Special Educational Needs Coordinators (SENCO) were asked to complete an 

online survey in order to gain a wider view from professionals working with young people with ASD 
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in an educational setting.  This survey asked questions around experiences of the transition process 

for children with and without a statement of special educational need and the services in place to 

support children with ASD (see appendix 8.4 for a copy of the survey). SENCOs were invited to 

complete the survey via an email sent to the network distribution list. A total of 17 responses were 

received from SENCOs who are part of the network.  

Parent Online survey: In addition to one to one informal interviews with parents, a brief online 

survey was sent to members of the parents forum (see appendix  8.5). The invitation to participate 

came from the Chair of the forum and all parents were invited to participate. This means that some 

of the responses were from parents living in Leicestershire but who may access services in Leicester.  

The decision to include county parents was made as the points raised by parents in the interviews 

and in the online survey were consistent and provided a valuable insight into key issues encountered 

by parents during transition. A total of 9 parents completed the survey, and 7 of these were resident 

in Leicestershire and 2 in Leicester. 

Workshop with Big Mouth Forum members: The Big Mouth Forum is a local group where young 

people with a disability can meet and share experiences and thoughts on local services and wider 

issues relevant to young disabled people, and also participate in social opportunities. Two visits were 

made to the Big Mouth Forum, the first to introduce the project and ask if members would be 

interested in providing their views and experiences and the second to run an informal workshop to 

collect data. The workshop was facilitated with assistance from members of the Disabled Children’s 

Service and the group was split into the four transition pathway themes. Facilitated group 

discussions were held in each group and then feedback was provided by each group, giving the rest 

of the forum members an opportunity to contribute.  

Focus group with the Disabled Children’s Team: A focus group was conducted with the Disabled 

Children’s Team to explore their views and experiences of transition for young people on their case-

load. The discussion was not audio-taped but themes were written onto flip chart paper, and 

summarised back to the respondents  

One to one informal interviews: A wide range of key stakeholders were informally interviewed one 

to one to inform this needs assessment. These interviews were not audio-taped but notes were 

taken so that themes between interviews could be identified. The interviews asked questions around 

local provision and processes, views on issues associated with current provision/processes and 

thoughts on how improvements locally could be made. The following were included in this process: 

- Three parents 

- Senior teacher at a Leicester special school 

- Two members of staff in the FE setting with responsibilities in relation to disabled students 

- Representative from Leicester City Council’s strategic housing team 

- Manager of the Transitions team in adult social care 

- Lead for the pathfinder project 

- Lead for Northamptonshire transition team project 
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- Representative of Leicester City Council with responsibility for Right to Control and 

employment accessibility 

- Representative from CAMHS 

- Representative from adult mental health 

- Representatives from the Disabled Children’s Service 

- Representative form the Learning and Autism Support Team (LAST)  
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5 Results 

5.1 Prevalence of Autistic Spectrum Disorder in Leicester 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Prevalence: Summary of key findings. 

- Overall in England the prevalence of ASD in children and young people has been estimated as being 

between 1% and 1.5%. Prevalence has risen nationally and locally in recent years and this is likely to 

be due to improved methods of detection and changes in diagnosis. Data provided by the Learning 

Disabilities Observatory suggests that prevalence of ASD in Leicester is lower than the national 

average and also lower than most of the Local Authority areas used as comparison sites.  

- National data appears to underestimate the number of young people in Leicester with ASD. Local 

data suggests there are 358 young people aged 3-19 with ASD, a rate of 4.25 per 1,000. Nationally 

produced data reports a rate of 3.68 per 1000, which equates to 183 children and young people.  

- It is likely that the underestimation observed is associated with several issues. These include how 

young people with ASD are coded in key data sets. It is likely for example that some are coded as 

having moderate learning disability and so do not feature in the ASD data. Also it is possible that 

there is a degree of under reporting and or diagnosis in some BME groups. 

- Determining prevalence locally is challenging due to a lack of comprehensive and/or mandatory 

data sets. Data for young people is currently held on registers such as the Disabled Children’s 

Register and also The Learning Disability Register, but using these to determine prevalence and 

need is problematic for several reasons.  They are both voluntary and so are incomplete to some 

degree and the Disabled Children’s Register is inconsistently completed which means there is 

significant missing data.  Also children with a diagnosis of ASD but who are not in receipt of a 

statement of special educational need are significantly under-represented in this data. The Learning 

Disability Register could be a source of valuable information for those aged 19-25 but could not be 

used to inform this piece of work as diagnosis of ASD is not recorded. Questions about empathy and 

friendships are completed which may be used to identify young people likely to have ASD but this 

may lead to misclassification of young people and so potentially misleading reporting.  

Commissioners may want to revisit the information collected by these registers to ensure they are 

able to provide the information required to support commissioning and service planning. 

- General Practice data may be a potentially rich source of local data. This data may though need to 

be validated before it is used to inform service planning as there is some evidence locally and 

nationally that ability to identify cases of ASD is variable and use of read codes (a standard system 

used in General Practice for coding clinical activity) is inconsistent.  There is work already underway 

in Leicestershire and Leicester to improve both identification and recording of ASD in the general 

practice setting. Supporting this in the city by for example including the existing training on the 

Protected Learning Time curriculum is likely to bring benefits in terms of both identification and 

coding consistency.  
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5.1.1 Background: Prevalence of ASD and distribution of ASD in the population 

Determining prevalence of ASD is challenging as not all children, young people or indeed adults with 

ASD will have been diagnosed and also because diagnostic criteria used to identify cases have 

changed over time.  However there are findings from good quality research that suggests that 

prevalence in adults aged 16 and over is approximately 1% [8, 9].     In terms of childhood ASD, rates 

are similar to those reported for adults with a  prevalence study done in the UK in 2006  reporting a 

rate of 7.7 per 1000 (95% CI 5.2-10.2) or approximately 0.8% [10].  In terms of learning disability 

(defined as having an IQ of less than 70), it has been estimated that  between 40 and 67% of people 

with a diagnosis of ASD will also have a learning disability [11].  

In terms of changes in rates of ASD over time, data published by The Learning Disabilities 

Observatory suggests that rates are steadily increasing.  According to this data and as shown in 

Figure 7, in 2011 the national rate of ASD in school aged children and young people was reported as 

being 7.58 per 1,000, rising from 5.84 per 1,000 in 2008[12].  This rise in prevalence has been studied 

and in a review of the literature the Learning Disabilities Observatory conclude that it is likely to be 

associated with both better detection of cases and also to changes in diagnosis, particularly in 

relation to children and young people with normal non-verbal intelligence [11] . 

- At the current time, data collated by the SEN is likely to be the most complete data source for 

young people aged up to 16 in the mainstream setting and up to 19 in the special school 

setting. This could be used to form the basis of a jointly managed single dataset to inform 

commissioning of health and social care for people with ASD. Bringing together datasets 

however would be challenging in a practical sense and information governance and data 

protection issues would also need careful consideration. However a simple and practical 

approach may be to require all partners (health, education and social care) to use a single 

unique identifier so that information could be collated easily. The NHS number would be a 

suitable identifier for this purpose. 

- Identifying consistent and complete data for young people who have left school is very 

challenging. This is important considering that the definition of the transition period will 

shortly move from 14-19 years to 14-25. Some data is currently held by Connexions but this is 

unlikely to be complete.  It is unclear how current changes to this service will impact upon the 

number of young people supported in the future and so how well this data reflects the number 

of young people in the community with ASD. 
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Looking more locally, rates of ASD for the East Midlands are similar to the national average. However 

rates for Leicester are significantly lower at 3.68 per 1000, which equates to 183 children and young 

people.  As shown in Figure 7, rates for Leicester are also lower than all but one of the local authority 

areas in England chosen to be similar to Leicester in some key characteristics. Also, as shown in 

Figure 8, according to this data Leicester has one of the lowest rates of ASD of all local authorities in 

England. 

Figure 7: Rates (per 1,000) of children with ASD known to schools 2008-2011  

 

 

 

 

 

 

 

 

 

 

 

Figure 8: Rates (per 1,000) of children with ASD known to schools by local authority area 

 

 

 

 

 

 

 Sources for Figures 7 and 8: Learning Disability Profiles 2011. Leicester 

0

2

4

6

8

10

12

2008 2009 2010 2011

Blackburn and

Darwen

Hil lingdon

Slough

Birmingham

Sandwell

Southampton

Hounslow

Coventry

Walsall

Leicester

East Midlands

England



 

 

47 
ASD JSpNA. Version 0.02.  

 

Rates of ASD do vary according to a range of factors including gender, ethnicity and also some socio-

economic factors. In terms of gender, it is widely reported that males are significantly more likely 

than females to be diagnosed with ASD [8, 10, 13]). For example the overall rate of ASD in the adult 

population has been estimated to be 1%, this is 1.8% in males and 0.2% in females [8].  

There is also evidence that some ethnic groups are under and over represented in terms of numbers 

of children and young people identified with ASD. Strand and Lindsay present an analysis of school 

census data and report that some asian groups are significantly under represented whilst children 

from some black ethic minority groups are over represented[14].   This work suggested that 

compared to White British pupils, Indian pupils were 56% less likely to be identified as having ASD, 

Pakistani pupils were 51% less likely and Bangladeshi pupils 46% less likely to be identified. In an 

adjusted analysis taking into account socio-economic factors and having English as an additional 

language, Indian children were still 33% less likely to be identified as having ASD, Pakistani children 

were 27% less likely and Bangladeshi children were 19% less likely than White British children to be 

identified.    

In terms of over representation, in unadjusted analyses, Black African children were 20% more likely 

than White British children to be identified as having ASD, Black Caribbean children were 36% more 

likely and other Black groups were 56% more likely to be identified as having ASD.  Again these 

differences persisted in adjusted analyses with Black African pupils being 53% more likely to be 

identified, Black Caribbean pupils being 26% more likely and other Black groups being 65% more 

likely than White British children to be identified as having ASD. The reasons for these observed 

differences are not clear but it has been reported that some ethnic minority groups do not see 

services as being accessible or suitable for their needs.  It is also reported that children with English 

as an additional language may encounter particular issues in terms of identification, as 

communication issues may be inappropriately associated with having English as an additional 

language [9].     

It has also been reported that rates of ASD are higher in more deprived areas, which may be 

associated with increased risk of socio-economic disadvantage. Brugha and colleagues for example 

have presented prevalence of ASD in adults by a range of characteristics associated with deprivation 

[8].  This suggests that rates of ASD are highest in the most deprived Index of Multiple Deprivation 

quintile. Rates of ASD are also associated with housing tenure with for example prevalence of ASD in 

owner occupied housing being less than 1% compared with over 4% in social housing. In addition 

rates are higher in adults with no formal qualifications compared to those with a degree of 

equivalent qualification (2.1% and 0.2% respectively).  
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5.2 Findings 

5.2.1  Data sources 

Local prevalence data were drawn from several sources, with the primary source being school based 

data supplied by the Special Educational Needs (SEN) service for Leicester City. This data is similar to 

that produced by the Learning Disabilities Observatory in that it is based on school reporting of pupils 

with an identified special educational need associated with ASD. This data identified children and 

young people aged 3-19 years who had ASD identified as a primary, secondary or tertiary need. The 

data were validated with the local Learning and Autism Support Team to ensure completeness. Data 

for children and young people with ASD were also available through the Disabled Children’s Register. 

The voluntary nature of this register however meant that it under estimated the number of children 

and young people with ASD (274 identified by the register compared to 358 through the SEN data) 

and so was not used for prevalence purposes. 

As the planned changes being introduced through the Green Paper include the extension of the 

transition period from 19 to 25 years of age, data for this older age group was requested from The 

Learning Disability Register. However diagnosis of ASD is not recorded and instead young people 

would need to be identified through questions about empathy and friendship development which on 

balance was thought to introduce a significant risk of misclassification and so misleading results. 

Instead, the SEN data was supplemented by information provided by Connexions for young people 

aged 19-25 supported by the service.  This data is unlikely to be complete as it only provides 

information for young people who have received support from the service and as such is likely to be 

an underestimation of true prevalence in this age group.  It is difficult to determine the degree to 

which this data underestimates true need. However estimated numbers of young people aged 18-24 

with ASD in Leicester, using prevalence figures reported in a 2009 study and applied to the local 

population are available through the data facility: Projecting Adult Needs and Service Information 

(http://www.pansi.org.uk/). This suggests that in 2012 there were 449 young people aged 19-25 with 

ASD living in Leicester City, compared to 134 young people aged 19-25 according to the Connexions 

data.  

5.2.2 Local prevalence of ASD and possible reasons for observed low rates 

The SEN data suggests that in March 2013 there were 358 children and young people living in 

Leicester who are known to local schools as having an educational need associated with ASD. This 

equates to a rate of 4.25 per 1000 which is higher than that published for the City by the learning 

disabilities observatory.  The reason for this difference is difficult to determine but may reflect that 

data collected through SEN is more recent (2013 compared to 2011) and also more complete as the 
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Learning and Autism and Support Team hand searched the SEN data. This process identified a 

number of children and young people not included in the initial data trawl done by the SEN service 

but who were known to have an additional need associated with ASD. 

The overall low prevalence recorded for the city is not felt by local professionals to accurately reflect 

true need and is felt to be a significant underestimation.  There are two issues that are likely to at 

least partly explain this locally. Firstly it was raised by a senior manager working within children’s 

services that historically in Leicester children with ASD have been recorded within routinely collected 

data as having moderate learning disability (MDL) rather than ASD.  This does appear to be reflected 

in the published data.  Data published by the Learning Disabilities Observatory for Leicester suggest 

that in 2011 nationally the rate of MDL was 19.79 per 1,000. The regional rate for the East Midlands 

was 19.22 per 1,000 and the rate for Leicester was 32.01 per 1,000. This rate as shown in Figure 9 is 

in the highest quintile nationally and is also high in comparison to most areas similar to Leicester in 

terms of key characteristics (see Figure 10). 

Figure 9: Rates (per 1,000) of children with MLD known to schools by local authority area 2012 

 

 

 

 

 

 

Figure 10: Rates of MLD in Leicester and areas similar to Leicester: 2012 
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It is also possible that there is a degree of under reporting or diagnosis in some ethnicity groupings. It 

was reported for example by a Psychiatrist who was consulted as part of this needs assessment that 

locally the number of adults with ASD from ethnic minority backgrounds was very low and unlikely to 

reflect true need in the population.  It is difficult to determine how the ethnicity profile of Leicester 

impacts on overall reported prevalence but for the purposes of this needs assessment, expected 

values by ethnic grouping (with groupings collapsed due to small numbers) were calculated. As 

shown in Table 4, using the rate of 4.25 per 1000, the observed number of children and young people 

from Black ethnicity groupings is much higher than the expected number (35 observed and 11 

expected), and this is consistent when the published local rate and the national rate is applied.  The 

expected number of children and young people from an Asian ethnic background is however broadly 

in line with the number observed in the data set.   

 

Table 4: Expected numbers of children with ASD by ethnicity 

Ethnicity 

grouping 

Number 

identified 

Ethnic 

pop_3-19 

according to 

2009 

estimates 

Prevalence 

(per 1000) 

Expected 

number 

utilising LC 

rate of 4.25 

per 1000 

Expected number 

based on published 

rate of 3.68 per 

1,000 

Expected number 

based on national 

rate of 7.58 per 

1000 

Asian 74 18914 3.9 80 70 143 

Black 35 2511 13.9 11 9 19 

Mixed 39 3713 10.5 16 14 28 

Chinese <5 898 2.2 4 3 7 

Other <5 494 6.1 2 2 4 

White 199 38718 5.1 165 142 293 

Total 352 65248 5.4 277 240 495 
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5.2.3 Characteristics of children and young people with ASD aged 3-19 years 

The characteristics of the children and young people identified are given in Figure 11 and Table 5.  

The majority of children and young people in the city with ASD identified as a primary, secondary or 

tertiary need are male (84.6%).  Just under 75% of young people are in receipt of a statement of 

special educational need and the most of the remaining are school action plus.  In terms of primary 

need, as shown in Figure 11, 59.8% (N=214) of these children and young people have a primary need 

of Autism and 3.9% (N=14) of Aspergers.  An additional 10.1% (N= 36) of children and young people 

with ASD identified as a need have behavioural, emotional and social issues given as their primary 

need.  

Figure 11: Primary need of children with ASD identified as a primary, secondary of tertiary need 
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Table 5: Characteristics of children and young people aged 3-19 in Leicester with ASD 

 

Source: SEN data. March 2013. Please note that in line with information governance guidance totals of less than 5 have 

been suppressed. Where there is only one suppressed category totals and percentages have also been omitted.  

 

In terms of variation in prevalence across the city, this is given in Table 6 and also presented 

pictorially in Figure 12.   There is some variation across the city with Braunstone Park and Rowley 

Fields and also Humberstone and Hamilton having statistically significantly higher rates in 

comparison to the average for the city, and Castle and Spinney Hills have statistically significantly 

lower rates.  

 

 

 

Variable Number (%) 

GENDER Males 303 (84.6) 

Females 58   

TOTAL 358 (100) 

STATEMENT/SCHOOL ACTION 

PLUS 

Statement 262  

school action plus 88  

school action <5 

Other/blank 6 

TOTAL *** 

AGE GROUP 3-6 62 

7-10 131 

11-14 108 

15-18 56 

18+ <5 

TOTAL *** 

ETHNICITY White British 163 

Indian 50 

Other Black African 14 

Other white background 17 

White/black Caribbean 14 

Pakistani 15 

White/Asian 13 

White European 13 

Other black background 9 

Other mixed 11 

Other Asian 8 

Black Caribbean 6 

Chinese <5 

Somali 6 

Other/unknown 17 

TOTAL *** 
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Figure 12: Map of rates of ASD in young people aged 3-19 years 
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Table 6:  Rates of ASD for young people aged 3-19 years by ward 

Ward Rate per 1,000 Lower Confidence Limit Upper Confidence Limit 

Abbey 6.02 3.88 9.33 

Aylestone 6.26 3.63 10.78 

Beaumont Leys 5.38 3.54 8.18 

Belgrave 5.65 3.41 9.37 

Birstall Watermead 0.76 0.11 5.40 

Braunstone Park and Rowley Fields 7.14 5.10 9.99 

Castle 0.96 0.36 2.55 

Charnwood 3.85 2.28 6.50 

Coleman 4.84 3.05 7.68 

Evington 3.51 1.76 7.02 

Eyres Monsell 7.15 4.66 10.97 

Forest 0.65 0.09 4.60 

Fosse 5.40 3.14 9.30 

Freemen 6.05 3.71 9.88 

Humberstone and Hamilton 7.03 4.97 9.94 

Knighton 3.36 1.86 6.07 

Latimer 5.56 3.29 9.39 

New Parks 5.33 3.57 7.95 

Oadby St Peter's 1.38 0.19 9.77 

Oadby Uplands 0.96 0.14 6.83 

Ravenhurst and Fosse 0.70 0.10 5.00 

Rushey Mead 2.17 1.03 4.55 

Saxondale 0.62 0.09 4.41 

South Wigston 0.71 0.10 5.07 

Spinney Hills 2.19 1.34 3.57 

Stoneygate 3.29 2.04 5.29 

Thurncourt 5.14 2.92 9.04 

Westcotes 2.73 1.14 6.56 

Western Park 7.06 4.01 12.42 

Grand Total 4.25 3.83 4.72 
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5.2.4 Prevalence and characteristics of young people with ASD aged 19-25 years 

The data presented thus far is only for children and young people aged 3 to 19 years.  To reflect the 

move towards a consistent age classification for what constitutes the transition period, there is an 

increasing need to identify information for young people aged up to the age of 25.  Data for this age 

range was provided by the Connexions service, that provide and information and support to young 

people with disability during the transition process.   

Data for a total of 294 young people aged 13 to 25 were provided by Connexions. Of these 134 were 

aged 19 to 25 years. The characteristics of young people aged 19-25 identified through this data 

source are presented in Table 7 and in Figure 13.  This data is similar to that presented for young 

people aged 3-19 in terms of gender with just under 85% being male and also in terms of statement 

status, with approximately three-quarters  having  a statement of special educational need.  In terms 

of additional need as shown in Figure 13, 33 young people also had emotional and behavioural 

difficulties and 37 a severe learning disability. 

Figure 13: Additional needs for young people aged 19-25 with ASD in Leicester 

 

 

 

 

 

 

 

 

 

 

 

 

Source: Connexions 
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Table 7: Characteristics of young people aged 19-25 supported by Connexions November 2012 

 

 

 

 

Variable Number (%) 

GENDER 

 

Males 113 (84.3) 

Females 21 (15.7) 

TOTAL 134 (100.0) 

STATEMENT/SCHOOL ACTION 

PLUS 

Statement 104 (77.6) 

School action plus 19 (14.2) 

LDD 11 (8.2) 

TOTAL 134 (100.0) 

AGE  19 34 (23.4) 

20 22 (16.4) 

21 21 (15.7) 

22 15 (11.2) 

23 19 (14.2) 

24 10 (7.5) 

25 13 (9.7) 

TOTAL 134 (100.1) 

ETHNICITY White British 85 (63.4) 

Indian 15  

Other Black African <5 

Other white background <5 

White/black Caribbean <5 

Pakistani <5 

White/Asian <5 

Other mixed <5 

Other Asian <5 

Black Caribbean 5 

Chinese <5 

Other/unknown 6 

TOTAL 134 
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As with the data provided by the SEN service, the data provided by Connexions was used to calculate 

age standardised rates per 1,000 population.  As shown in Figure 14, variation across the city for 

young people aged 19-25 is similar to that for younger people with ASD, with rates being significantly 

higher in Humberstone and Hamilton and in Braunstone Park and Rowley Fields, and significantly 

lower in Castle and Westcotes.  

 

Figure 14: Rates of ASD in Leicester city for young people aged 19-25 
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5.3 Theme 1: Somewhere to live 

 

 

 

5.4 Local provision 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Somewhere to live: Summary of key findings. 

- There are several initiatives running in Leicester that aim to support young people with ASD to 

live an independent but supported life. These include opportunities to learn important 

independent living skills such as shopping, cooking and keeping safe as well as specific housing 

provision designed to help people with disability live independent lives. 

 

- Leicester City Council, in line with the personalisation agenda, is investing in preventative 

initiatives to reduce reliance on residential/nursing care and to support more people to live 

independently.  

 

- It has been recognised in the Adult Social Care Independent Living and Extra Care Commissioning 

Strategy that the housing needs of young people locally going through transition are not 

adequately understood. Part of the problem in terms of understanding needs and planning for 

future provision relates to a paucity of data and information.  This problem is currently being 

addressed at least in part through families being actively encouraged to place their child with a 

disability on the housing register as early as possible and during transition planning.  However this 

data may still be inadequate for planning purposes as the data reflects housing need and not the 

specific needs of the individual/household. As such the data only identifies need for wheelchair 

accessibility and other adaptations. It has been suggested that strategic planning would benefit 

from either more detailed data around need, including diagnosis, being collected from clients or 

data sets from agencies such as social care and health being linked to housing data. 

 

- To raise aspirations it is felt locally that housing and supported or independent living should be a 

key part of transition planning discussions and should be raised with families and young people 

earlier in the process than is currently the case.  

 

-  Currently the pilot of the Family Leadership Programme includes a session specifically around 

housing, including options for home ownership and supported living. This has been positively 

evaluated and rolling this out to both all special schools and to families whose children are in the 

mainstream setting would be beneficial.  

 

- Parents have concerns about where their child will live once they transition into adulthood and 

worry that they will find living away from the family home difficult. Young people however in the 

main are very interested in living more independently as they move into adulthood, living for 

example with friends or with a partner. However, few know where to get information about 

housing and assume agencies such as Connexions would have a role in helping identify and 

transition into independent or supported living. 
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5.4.1 Background: Transition and independent living 

As those with ASD will have varying needs and abilities, housing needs also vary. Some may be able 

to live independently with little support whereas others may need one to one support delivered in a 

residential setting. There is little data available around housing availability for people with ASD but it 

has been estimated that in the UK there are 3,000 housing facilities available that are either autism 

specific or appropriate. This study also estimated that need for appropriate housing far outstrips 

supply, with an estimated 8,500 people with learning disability and ASD requiring autism appropriate 

or specific housing.  The authors conclude that this paucity of suitable housing may be a particular 

issue for those with Asperger syndrome who are unlikely to meet any eligibility criteria for 

opportunities provided by local authority social care [15]. 

Although young people with ASD may not require adaptations such as wheelchair accessibility, there 

is evidence to suggest that the built environment has a particular impact on people with ASD and as 

such housing needs to reflect this. In 2010 a study was published by the Kingswood Trust that looked 

specifically at this issue [16]. This reported that there are four key areas where the built environment 

can have an impact on the quality of life for people with ASD. These being: 

- Providing opportunities for growth and development: Housing design should provide 

opportunities for independence, support social interaction through for example providing a 

variety of spaces for social activities, have good access to outdoor spaces and the local 

community, be affordable and have the ability to evolve around the needs of the individual. 

- Reduce triggers to anxiety and agitation: Housing design has the potential to reduce triggers 

by introducing low arousal environments that have for example the right lighting, colour 

and acoustics, be easy to navigate through the use of visual cues that provide information 

on what the space is used for and by providing spaces that individuals can use as a retreat 

from social interaction. 

- Being robust and durable: Design should take into account safety, using technologies to 

promote this where possible, have the durability to withstand some behaviours such as 

banging and running, and be easy to maintain. 

- Provide environments that facilitate support: For example housing should be designed to 

assist non-verbal communication through the use of visual prompts, provide spaces where 

one to one support can be provided and also use technologies to allow unobtrusive 

monitoring.  
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In 2011 Local Authorities were asked to complete an autism self-assessment, which included 

questions around housing provision and support. The Learning Disability Observatory presented a 

thematic analysis of the information provided and concluded that housing and understanding the 

housing needs of people with autism was a gap for some Local Authorities (IHAL 2012). For example, 

thirty nine of 141 Local Authorities reported issues relating to the ability to quantify and understand 

local need. In addition issues were raised around the inclusion of users and carers in planning 

processes as well as a need to increase the housing options for people with ASD. In terms of the 

specific response given by Leicester City Council, these were similar with priorities identified around 

increasing the range of options available (including supported living) and also involving carers and 

service users in planning [17]. 

5.4.2 Local service provision 

Strategic direction and initiative:  Leicester City Council has made a commitment to invest in 

services that are more preventatively focused so that people will be diverted away from Adult Social 

Care (ASC) and will have a greater opportunity to live independently for longer . This move which sits 

within the wider personalisation agenda will mean a greater emphasis on supporting people to live in 

their own homes and a reduced use of residential care facilities. Considering that currently in 

Leicester just under 60% of spend on ASC is taken up by residential/nursing care compared to just 

12% on supported living, this shift in focus is likely to have far reaching implications.  

As outlined in the 2012 Leicester City Council market position statement, this shift will be steered by 

a commissioning strategy with priorities relating to personal budgets and increasing choice and 

control, and also prevention and early intervention, community involvement and reduced use of 

residential care facilities.  An additional theme of the strategy will be around universal services which 

will include outcomes such as improved uptake of leisure and cultural activities, an increased number 

of adult learners and an increase in the number of people taking up supported employment 

opportunities.  

Also at a strategic level, Leicester City Council have invested in a post that has a particular focus on 

supporting young people in relation to housing and independent living as they move through 

transition to adulthood. This post sits within ASC and was developed following a Care Services 

Efficiency Delivery (CSED) report that raised a number of local issues, including that assessments 

were identified as not being holistic, the organisation was considered to be overly risk averse and too 

many people with a disability were in residential care settings.  The post holder works with partner 

agencies to develop locally applicable information for young people and their families, to ensure that 

housing is embedded in wider transition planning and to ensure that the needs of disabled people 
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are considered in existing and future housing developments and re-developments. They have also 

had a very active role in the development and delivery of the housing element of the Family 

Leadership Programme. 

Determining local housing need:  In Leicester City there are just under 9,000 households on the 

housing register. However data collected to inform housing locally is based on the housing need and 

not on the specific needs of the individual or household.  As such the data is not in enough detail to 

be able to report specifically on the housing needs of people living in Leicester with ASD. It is only 

possible to report on the number of households requiring fully wheelchair accessible accommodation 

(109 in 2012) and the number requiring other adaptations (170 in 2012).  It has been raised by 

stakeholders that it would be beneficial to have either more specific data collected by housing, or to 

be able to link data sets from other key agencies/sectors such as health and social care so that both 

current and future requirements can be better understood.  

The 2009 report by the National Audit Office included information on difficulty in identifying 

supported housing for adults with Autism [18]. As shown in Figure 15, Leicester like many Local 

Authority areas reported difficulty identifying housing for this group.  Also as shown in Figure 16, a 

similar picture is presented in relation to residential opportunities for people with autism. 
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Figure 15: Difficulty in identifying supported housing for people with Autism by Local Authority area 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Key: Red=Difficult Amber= Neither easy or difficult Green =easy White=No response.Sources: National 

Audit Office 2009. 
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Figure 16: Difficulty in identifying residential housing for adults with autism by Local Authority area 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Key: Red=Difficult Amber= Neither easy or difficult Green =easy White=No response. Source: National 

Audit Office 2009. 
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Provision designed to develop independent living skills: There are a number of initiatives provided in 

Leicester that have an emphasis on developing the skills of young disabled adults to help them live 

with greater independence. Examples of these are given in Figure 17, but in summary these have a 

focus on developing skills such as shopping, cooking as well as developing confidence. In addition 

Individuals who wish to either gain skills around independent living or who wish to live supported in 

their own or family home can access opportunities from a range of providers. A list of those 

providing support for disabled people, including those with ASD is given in appendix 8.6. 

Figure 17: Examples of local initiatives designed to promote independent living skills 

 Gateway college independent living facility:  Gateway College in Leicester have a purpose built 

independent living facility within the college that provides a range of opportunities for young people 

as they go through transition. The main aim of the facility is to develop skills around healthy living, as 

well as self -advocacy, planning and social skills. Students can participate in a programme based 

around the facility where they learn skills around shopping, managing money and preparing meals. 

Students can also then put this learning into practice by participating in twilight and/or overnight 

stays where they can experience independent living in a safe environment.   

 

 

 

Flat 109 – accessible flat to build skills around independent living :  Leicester City Council are 

working with the YMCA to provide a resource that gives disabled young people, including young 

people with ASD the opportunity to experience independent living and learn relevant skills in a 

supported environment.  This is aimed specifically at young people who are going through the 

transition process and provides young people aged 16-25 an opportunity to stay overnight in the flat 

and also provides access to all young people aged 14-25 who may wish to use the flat for 

training/support purposes. Referrals can come from a variety of sources including schools, colleges 

the Adult Social care Transitions Team and health. Young people utilising the flat can experience a 

range of opportunities such as food hygiene, budgeting, shopping for food, preparing food and 

keeping safe. 

Housing provision: In terms of housing options for young people and adults with ASD or with any 

additional need, some will choose to live in the family home and others may choose to live in their 

own home or in shared housing .  A small number will also live in residential care and in 2012 

Leicester City Council Adult Social Care were funding residential care for 423 people aged 18-64, and 

of these 14 had ASD as a primary need.   

Those living outside of the family home who do not require significant levels of support may decide 

to access supported living opportunities.  Provision in Leicester is shown by sector in Figure 18. This 
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shows supported living provision within the ASC portfolio (indicated by the use of red markers), 

those provided by preventative services (indicated by a purple marker) and Extra Care schemes that 

are primarily designed for use by older people (blue marker). The preventative services shown are 

potential providers of supported living and were initially funded through Supporting People. When 

this was disaggregated these providers were identified as having a preventative focus and it is 

anticipated that they  may be able to provide supported living opportunities going forward.  Figure 

19 shows supported living in Leicester by client type. This does not specifically identify opportunities 

for young people with ASD but shows a number of opportunities for people with ASD and learning 

disability, ASD and physical disability and for those with mental health need. 
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Figure 18: Supported living opportunities in Leicester by sector. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: Leicester City Council. 

 

Figure 19: Supported living by client type 
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5.4.3 Somewhere to live: Views of key stakeholders 

In terms of housing, for the corporate element of this needs assessment, information was collected 

from a variety of sources, including an interview with a service manager with responsibility for 

supported and independent living (including transition), feedback from parents through interviews 

and an online survey. The views of young people were collected through a workshop conducted with 

members of the Big Mouth Forum. 

From this information, a number of key themes were identified, including:  

- Data and strategic planning  

- Housing and future accommodation as a concern for parents but not necessarily for young 

people themselves 

- Raising aspirations around housing and independent living 

Data and strategic planning: An important issue raised in relation to housing for young people with 

ASD and other disabilities was data, specifically the lack of reliable data to determine need for 

housing, both currently and in the future. This was thought to be at least partly due to data systems 

used by housing and by ASC not having the ability to talk to each other and also because they were 

both designed for very different purposes – i.e. social care has an emphasis on safety and care 

provision whilst the housing system is solely concerned with issues relating to housing. This lack of 

information to inform future developments is however being addressed at least in part through 

families being actively encouraged to place the young person with a disability on the housing register 

as early as possible, as by doing this housing can strategically plan for future demand more 

appropriately. This will however continue to be limited in terms of detail unless either the data 

collected changes to include more information on need and diagnosis or the data collected by 

housing can be linked to data held by other agencies, such as for example health and social care. 

Housing and future accommodation, views of parents and young people: Overall parents of young 

people with ASD worried about what the future had to hold for their child and all but one of the 

parents responding to the survey reported that they were quite or very concerned about their ability 

to find suitable housing for their child when they left the family home. Specifically where the child 

would live and how they would cope in a more independent setting was a cause of some concern for 

parents.  One parent expressed concerns around how their child would cope in a new environment 

with new routines.  Another worried that their child was vulnerable and found travelling alone very 

difficult and did not like being left alone in the family home which she felt would impact significantly 

on their ability to live more independently.   
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Parents also raised some concerns over the support they might get in relation to finding appropriate 

housing opportunities. One parent for example had already had some discussions with housing and 

felt that the advice given did not take into account their particular issues and needs. For example the 

parent felt it would be better if their child  stayed in the family home where they  felt comfortable, 

had good local links, a good knowledge of local facilities and transport and the parent was re-housed. 

This however was not thought appropriate by housing which was considered by the parent to be an 

inflexible approach.  

The young people participating in the workshop were generally positive about their future 

accommodation options. When asked where they would like to live when they were older, some said 

they would like to stay living at home with their parents (which may reflect their age as some of 

those who gave this opinion were younger and they may not have yet discussed future housing 

needs as part of their transition planning) but many said they would like to live with friends or with a 

partner. When asked where they might get support or information about this issue, few seemed to 

know who or what agencies might be in a position to provide support. Connexions was mentioned by 

a small number and one young man stated that the Local Authority would provide advice through 

housing benefit staff or that a Social Worker might also provide necessary advice and support. At 

least one member of the group was in receipt of direct payments and reported that he might use this 

to pay a worker to both help identify housing and then provide practical support.  

Raising aspirations around housing and independent living: Several stakeholders including 

professionals working with young people with ASD, felt that it was important that the possibility of 

living independently was raised with young people and their families as early as possible. This was 

partly about raising the young person’s aspirations, and partly around challenging the perception 

held by some parents that their child may never be able to live an independent life.  This was 

illustrated by a parent interviewed as part of this needs assessment and who had attended the 

Family Leadership Programme. This parent described having a ‘light bulb moment’ during the session 

as she had always believed that her child would never live independently, but the information given 

and options described through the Family Leadership Programme changed this perception.  

Professionals with knowledge of the Family Leadership Programme also felt that the housing 

information provided was very useful and that the programme should be rolled out wider to include 

mainstream and not just special schools. 
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5.5 Theme 2: Education and employment 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Education and employment: Summary of key findings. 

- The majority of children and young people in Leicester with ASD as an identified need are 

educated in the mainstream school setting. Almost three quarters of young people are in 

receipt of a statement of special educational need but there are just under 100 children and 

young people who do not have a statement. These children may be particularly vulnerable in 

terms of transition as they may not receive transition planning in the same way as young 

people with a statement. 

- Moving into the secondary school environment can be a key point in transition for young 

people with ASD and not all parents feel adequately supported in this change.   

- Transition out of the school setting can also be a difficult time for young people and their 

families. Parents and stakeholders in college and school settings have raised concerns over 

the current process where much of this transition planning happens in the final year of 

school.  It is felt that this process starts too late and would benefit from being initiated in the 

penultimate year of schooling. 

- Many young people with ASD go from the school setting into college or other FE 

opportunities and  parents have raised concerns over what their children will do after they 

have been through the FE system, for example whether they will be able find employment 

opportunities. 

- Many stakeholders feel that discussions with young people around employment and 

employment opportunities should be started earlier to develop aspirations and to challenge 

beliefs held by some parents and also by some professionals that young people with ASD will 

not move into paid employment. 

- There are concerns over the on-going changes to the Connexions service, including who will 

take on their role of acting as a consistent single point of access for young people and their 

families as they go through transition. 

- Many young people with ASD and other disabilities would like to go into paid employment 

and consider Connexions to be a key source of support for finding information and 

employment opportunities. Despite wanting to work young people perceive barriers to 

employment, such as a perceived lack of suitable jobs, fear of bullying and discrimination 

and that there can be a conflict between what a parent may think appropriate and what the 

young person themselves would like to do. 
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5.5.1 Background: Transition, education and employment 

Many young people with ASD on leaving the school environment will go onto college or 6
th

 Form 

based opportunities.  Moving on from school can be a difficult time for young people and their 

families and the experience is associated with several factors, including the ability of college/FE staff 

to meet the needs of the young person. The Social Policy Research Unit for example found that 

where young people dropped out of college or had been excluded, parents felt this reflected an 

inability to meet their child’s needs and staff having a poor understanding of ASD[4].  In addition to 

this, the physical environment may also play a role, particularly for young people with ASD who may 

struggle with unstructured space and excessive noise: 

“It was a big open-plan structure with a massive staircase, lots of young people running up and 

down….a big open refectory where everybody was mingling. Thousands of students, noise echoing..It 

just wasn’t right for autism because they can’t cope with a big open intimidating place” 

However with the right support, many young people with ASD access and complete college courses 

and learning opportunities. In terms of what constitutes the right support, a survey of FE colleges 

found this included personalised processes, ability to access time out sessions and having autism 

specific materials and approaches to teaching [18]. 

Moving on from further education is another critical point in the transition to adulthood. For some 

this means moving onto higher education, for some employment but for others there may be no 

suitable opportunities available. The Social Policy Research Unit found that this time could be 

particularly challenging for young people with ASD and their families, largely as it was felt they did 

not receive adequate information and support about post college opportunities [4]. 

In terms of employment, it has been reported that there are significant barriers faced by young 

people with ASD. These include a lack of opportunity to take on a paid job, this being associated with 

a lack of support available in the work place, issues associated with independent travel and also a 

lack of understanding of ASD by some employers [4]. 

Despite a number of policy initiatives that have been developed in an attempt to support young 

people with ASD into employment, young people with ASD can find it difficult to find and sustain paid 

employment, with an estimated 15% of adults with ASD in fulltime paid employment [19].   The type 

of employment gained is also variable. A study done in the US for example found that less than 20% 

of young people transitioning to adulthood were in paid employment and that most of the 

employment opportunities taken up were unskilled. This study also highlighted differences between 

young people with ASD and learning disability and those with ASD but no learning disability. Those 

without a learning disability were more likely to be in further or higher education but then were also 
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more likely to have no daily activity recorded –i.e. those not in education were less likely to be 

accessing other opportunities. The authors conclude that this reflects a lack of appropriate services 

available for people with ASD who do not have a learning disability [20]. 

Poor access to employment opportunities for people with ASD may be associated with a general lack 

of understanding by employers and by other employees. The National Audit Office for example found 

that people with ASD felt that a lack of understanding was a barrier to employment for them [18] 

and this has been supported by other work that has reported low levels of understanding around 

Apserger Syndrome and low numbers of employees feeling that working with someone who has ASD 

would be a positive experience [21].  

To address poor access to employment opportunities, employment support initiatives have been 

developed for those with a disability. The evidence around the benefit of vocational support for 

people with ASD is however still relatively scant and a recent systematic review concluded that it is 

difficult to determine impact due to the small number of studies  that are generally of low quality 

and do not in most cases follow clients up for appropriate periods of time[22] .   However, this review 

did include work done by Howlin et al who followed clients up for a period of eight years.  This study 

found that two thirds of people with ASD supported by the programme did find employment. Of the 

192 jobs gained, most were in administrative or computing roles which may reflect that those 

involved in the project did generally have good verbal skills and good levels of educational 

attainment. However, those with less ability in these areas were also able to find jobs in other 

settings [23]. 

In 2009 The National Audit Office published a report into transition into adulthood for young people 

with ASD [18]. This included issues relating to employment and found that overall the employment 

support provided by Department for Work and Pensions employment support services do not tend to 

meet the needs of young people with ASD.   Less than half of disability employment advisors for 

example were able to provide support for people with ASD identified as a need.  This work also 

concluded that the provision of employment support had potential cost benefits, they suggest for 

example that if 4% of adults with high-functioning austim in any given area are provided with 

employment support, then because of a reduced reliance on benefits and improved income 

provision, employment support becomes cost-neutral for public sector organisations and also has 

additional benefits for individuals .   
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5.5.2 Local provision and processes 

 

Education:  Young people in mainstream or in special schools can currently leave school at age 16, 

although the majority of young people in the special school setting stay until aged 19 and many in 

the mainstream setting go on to sixth form or college based opportunities.  However it should also be 

noted that from 2015, the Raising the Participation Age initiative will mean that all young people will 

be expected to be in full time education, in an apprenticeship scheme or in part-time education or 

training if working, until the age of 18. 

 

As discussed in 5.5.3, the majority of young people in Leicester who are known to have ASD are 

educated in the mainstream school setting, with approximately a third educated in the special school 

setting.  The current process for young people with a statement of educational need is that in the 

September of their final year of schooling the Transitions team, based in Adult Social Care, begin to 

undertake assessments and processes including the Community Care Assessment to help inform and 

plan for transition out of the school setting.  In this important final year, Connexions workers who for 

many young people would have been providing support since year 9, also work with the school, 

young people and their families to help identify appropriate opportunities and prepare the young 

people for the impending change.  

 

As previously stated, many young people will choose to go onto FE college and there are a number of 

further education colleges in Leicester that provide opportunities for young disabled adults. The 

Gateway College for example has approximately 200 disabled students, 100 of which have a learning 

disability. In terms of transition and being involved in transition planning, there is no legal obligation 

for further education colleges to be involved in this process though in practice colleges may be 

involved and are likely to provide sessions in the college prior to the start of the first term’s official 

teaching to allow the students to experience the environment and ‘settle in’.  There are various 

opportunities available to young disabled people in the college setting which include independent 

living skills training, learning around employability as well as the more traditional academically 

focussed courses. 

 

Higher Education is also an option for some young people with ASD and locally both the University of 

Leicester and De Montfort University provide additional support for students with ASD. The 

University of Leicester for example through the Disabled Students Allowance can provide individual 

support plans for students with ASD. Support is designed to both assist academic achievement and 

also to help students cope with day to day life and interactions. Depending on need, support 
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available can include the provision of a mentor, anxiety management and support, workload 

organisation and help travelling to the campus. 

 

Employment: There are several initiatives that have been developed at a national level to facilitate 

and sustain employment opportunities for people with a disability. For example when young people 

reach 18 years old they may be eligible for support from Work Choice. This is a programme that 

supports people with a disability to enter and stay in employment.  Individuals could be eligible if: 

I.  They are disabled as defined by the Equalities Act 2010 and their disability means they face 

significant barriers to work. 

If they are claiming:  

• Incapacity Benefit and/or National Insurance Credit (including Severe Disability Allowance 

and Income Support); or Jobseekers Allowance (JSA) and/or National Insurance Credits only 

for six months or more; or 

• on JSA and/or National Insurance Credits for less than six months but on Incapacity Benefit 

before claiming JSA; or if you have been supported before and need to return to the 

programme within two years 

Clients may also be eligible if they are currently in work but at risk of losing their job as a result of a 

disability, or have recently left education and have demonstrated a need for support in work.   

Three levels of support are offered to eligible individuals.  These include work entry support that can 

last up to 6 months and includes advice on the skills required to get a job, in-work support that can 

be in place for up to two years and is designed to help people sustain their employment and then 

longer term in work support that is designed to help people to fulfil their role without support. 

 Employment and employability should form part of transition planning from year 9 and there are a 

range of initiatives in place to support young people in taking this step into adulthood.  These include 

advice and support provided within the school curriculum, work experience and placements as well 

as employment support.  In terms of school based input, an example is The Westgate School, a local 

special school that includes employment within the curriculum and that also provides employability 

opportunities for a number of pupils in a specific unit based at New College.  
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Work experience opportunities may be organised by the schools themselves or organisations such as 

Leicestershire Education Business Company can also help identify suitable work experience 

placements.  Young people in Leicester with a disability can also gain a range of work experience 

through a partnership in place between Remploy, Leicester City Council, University Hospitals 

Leicester and Leicester Partnership Trust where young people over a period of a year can access 

blocks of work experience.  In 2012 15 young people participated in the programme and 9 are now in 

employment. This year 25 young people are participating in the initiative and it is hoped that a 

significant number of these will move into employment at the end of the programme.   

 

There is also a discrete project running at Westgate School where an employment specialist from 

REMPLOY provides advice and information around employment to a group of students. This aims to 

build aspirations, confidence and knowledge and the specialist also brokers employment 

opportunities for young people to gain work experience.  This project initially ran as a small pilot and 

has now been funded by the Department for Families and Education to continue for two years, 

rolling out into three other special schools in the city and three in the county.  

 

Leicester City is also a trailblazer site for Right to Control and as part of this there has been an 

emphasis on developing the local provider base to allow people to have a tailored and personal 

programme of employment support. There are currently 30 providers who can provide support and 

opportunities for disabled people looking to access and sustain employment. Some of these are 

larger established providers such as REMPLOY and VALUES and some are very small micro providers 

who may only provide support to a small numbers of people.  

  

As well as direct employment support and work experience opportunities there are also initiatives 

running in Leicester to help prepare young people for work and independence more widely. Travel 

training for example can be accessed by young people with ASD. This involves young people being 

taught a route that they practice with the long term aim of being able to complete it independently 

and with confidence.  The training also helps young people to identify actions they should take in an 

emergency and how to stay safe. 

 

 

 

 

 



 

 

76 
ASD JSpNA. Version 0.02.  

 

5.5.3 Education and employment: analysis of quantitative data 

Of the total number of children and young people identified by the SEN service (N=358) as having 

ASD as an identified special educational need, as shown in Figure 20 approximately two thirds are in 

the mainstream school setting and just under a third are educated in a special school. As shown in 

Figure 21, 73% (N=262) of children identified have a statement of special educational need and a 

further 25% (N=88) are School Action Plus. All of the children and young people in special school 

provision had as expected, a statement of special educational need. Of the 228 children and young 

people being educated in mainstream school settings, 134 (58.8%) were in receipt of a statement of 

educational need.  

Figure 20: Type of school attended: March 2013 

 

 

Figure 21: Number (%)of children and young people with a statement, school action and school action plus: March 2013 

 

 

 

 

 

 

 



 

 

77 
ASD JSpNA. Version 0.02.  

 

In terms of when young people are identified as having ASD, data provided by the Learning Autism 

and Support Team (LAST -see Figure 22) suggests that although some children enter the school 

system having already been identified as having ASD, there appears to be peaks in some particular 

school year groups. Years 1, 3 and 6 for example see more cases of ASD being identified and this 

according to the LAST fits with key cognitive and physiological developmental points during 

childhood.  

Figure 22: Number of children and young people coming onto the LAST caseload Sept 2012 to March 2013 

 

 

 

 

 

 

 

 

 

 

 

Source: Learning and Support Team, Leicester City Council. Please note that due to small numbers in some 

groups, the Y Axis values have been omitted. 

There is evidence to suggest that young people with ASD have higher rates of exclusion than children 

generally. Data supplied by the SEN team included exclusions from schools and although there were 

no permanent exclusions, there were a number of short term exclusions. Due to small numbers this 

data cannot be presented in detail but in 2012 seven young people were excluded for a total of 33 

days between them. In terms of when young people with ASD are likely to be excluded, the LAST 

report that many of these occur in the primary school setting and also at the point when young 

people transition into secondary school. LAST feel that this again reflects key points of change for 

children and young people and are developing their data to test this hypothesis on larger data sets. 
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As the SEN data only provides information for children and young people attending school, additional 

data was needed to determine destination for young people with ASD post mandatory schooling.  

This was provided by the Connexions service that provided information for a total of 294 young 

people aged 13-25 being supported by the service in December 2012. As shown in Figure 23, for 

those aged 19-25 years, the majority (n=40) are in FE or 6
Th

 form provision and 18 are in higher 

education.  Eleven clients are recorded as being NEET (not in education, employment or training) and 

20 are unlikely to be economically active. This means that the client has a permanent disability or 

illness that prevents them from undertaking any form of education, employment or training.  

 

Figure 23: Current activity for young people aged 19-25 years 

 

Source: Connexions. Please note that due to small numbers, the number of young people doing voluntary 

work and completing a custodial sentence have been omitted. 

 

 

 

 

 

* * 
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5.5.4 Education and employment: Views of key stakeholders 

In terms of education, one to one informal interviews were done with several key stakeholders 

including: 

• The SEN lead for a local FE College and a college based SENCO 

•  A senior member of staff at a local special school 

•  Learning and Autism Support Team  

• Three parents. 

Additional group discussions were held with the Disabled Children’s Team and also with young 

people attending the Big Mouth Forum.  SENCOs were also surveyed to determine their views on 

transition for young people with and without a statement and parents were also asked share their 

views through a brief online survey.  Key issues raised through this process included: 

- Information provided for young people and their families around transition and the timing of 

intervention from key professionals/services, particularly in the final year of schooling 

- Concerns over the recent changes to the Connexions service 

- Transition from primary to secondary school 

- Employment and post FE college opportunities for young people with ASD 

 

Information provided for young people and their families and timings in relation to transition: The 

parents who participated in the survey and those interviewed generally reported that their overall 

experience of transition was poor. For example parents were asked to describe their overall 

experience of transition and of these 1 described it as good, 2 as poor and 6 as very poor. Parents 

could give a textual response and these included a general lack of information, problems with timings 

of intervention from key professionals and services not working together adequately: 

“Initial assessment in March 2012, and then nothing. When my daughter turned 18 in August 2012, 

our direct payments stopped but transition to adult services did not commence until May 2013 due to 

nothing being sorted. Delays due to long waits to see social worker, no information about services 

available so very time consuming doing own research and trekking around viewing respite centres 

and day services. Education and SS don't work together, but one affects the other i.e. the amount of 

support you need is dependent on further education. Now May 2013, we still don't know if we have 

funding for chosen college so can't prepare our daughter and finalise our package of care. Have been 

told that we won’t know about college funding until end of June at the earliest. Social workers do not 

have knowledge of services available and regularly sent me to view places which were not 

appropriate. The whole thing is complicated, time consuming and a big mess. I consider myself an 
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intelligent well informed person who can fight our corner, but we have struggled so much this year to 

get things sorted and still feel we have a long way to go.” (Parent responding to the online survey ) 

This concern about the final year of schooling was raised by several parents and also by a range of 

stakeholders including staff working in the FE College and the Special School education settings.  For 

some the experience seems to be that much of the activity around transition out of the school 

setting and into college or employment (which for many young people and their families is a very 

unsettling time) happens in the final year of schooling which can feel very rushed. A senior teacher 

working in the special school setting had particular concerns about this issue and described instances 

where parents had felt very anxious about transition out of college as the process had been delayed. 

She suggested that the planning currently done in the final year by the Transitions team should be 

started in the penultimate year of schooling, particularly where young people had very complex 

needs. This issue was also raised by the manager of the Transitions team and she was aware that 

both schools and parents wanted the process to start earlier but felt that current capacity meant that 

this could not currently be achieved.  

It was reported in the interviews and also by some survey respondents that parents had to ‘battle’ 

through the transition process and that it was their own research and activity that had been key in 

the process rather than the input of key professionals:   

“In spite of the lack of progress made through professionals the support networks and what 

knowledge I had acquired on the topic made the process relatively successful. Post FE and adult 

services, housing, employment etc however seem to hold the prospect of wandering through a maze 

in the dark with a damp candle!” (Parent responding to the online survey) 

and 

“It shouldn't be up to parents to do EVERYTHING like it is at the moment. Even if you are a very 

proactive parent, it is almost impossible to find out what to do. It seems like the professionals don't 

really know or care that much, especially if your child has a disability, like ASD but no learning 

difficulties. The system doesn't seem to cope with people like this and I am very concerned for my 

son's future and for mine too if I have to carry the burden of looking after him into adulthood all on 

my own because he doesn't fit into "physical disability" or "learning disability". He has a 

developmental disorder that profoundly affects the life of him and his family, but he's in danger of 

falling through in the gap at the moment.” (Parent responding to the online survey) 

 

In terms of education one parent in particular had experienced a number of difficulties in relation to 

transition, some of which focused on what was considered as poor support in the mainstream 

setting. This was not however deemed to be related to the school that had been very supportive, 

rather the parent had felt the limited support by a Connexions worker who had worked largely in the 
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special school setting was not helpful. For example the worker could not provide support with the 

computerised system for college applications which meant that the SENCO at the school 

consequently did the paperwork at the very last minute which had caused some anxiety for both the 

parent and their child.  In addition to this issue, the parent had experienced significant problems in 

accessing information about the transition process and it was support form a Connexions worker in 

the college setting who had helped to identify the source of the problem. It was revealed that a 

review had been done in the final year of school and it was decided that the young person was 

eligible for social care services but because they were still 15 and not old enough to receive services, 

the case had been closed. The parent then had to re-apply and the application had been passed to a 

locality team and was told she could not be given a timescale for when the case would be reviewed. 

This had caused the parent a great deal of stress and concern was raised about how many other 

young people, particularly those without a statement of educational need had ‘slipped through the 

net’. 

Although parents felt that information around transition was lacking, professionals and also a parent 

who had experienced the Family Leadership Programme were very positive around the content and 

delivery of the sessions. 

Concerns over changes to the Connexions service: Again a common theme in relation to both 

employment and education was the need for a single point of contact for young people and their 

families. It was reported that Connexions workers had historically acted as a ‘key-worker’ for many 

young people and were an important source of information and support between reviews.  Recent 

changes to this service were seen as a threat to this consistent link for young people and their 

families. Concerns were also raised that this role could not be easily taken up by the Transitions team 

due to capacity issues.   

In terms of the changes, these have included a significant cut in funding and so changes to how 

Connexions workers support young people locally. One of the changes that had raised concern was 

the move towards Connexions only completing statutory assessments/functions. For example 

historically Connexions workers had supported young people without a statement into further 

education or employment by completing Section 139 A assessments for children who are school 

action plus as well as those with a statement of special educational need. However, recent changes 

have meant that the Section 139 A assessment is now only done for young people with a statement. 

In addition the way that schools and colleges receive support has now changed, and where 

previously they were not required to buy the service and the worker in many cases provided on-

going support to individuals throughout the transition process, services are now purchased and are 
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on a more piece meal basis. For example a worker may be funded to work in a specific capacity for a 

set length of time which means that in most cases that valued on-going relationship and support can 

no longer be provided. The move towards statutory only functions also means that workers only 

attend selected reviews rather than all reviews as was previously the case for most young people. 

Those in an educational setting contributing to this needs assessment had particular concerns about 

the changes to Connexions and were already feeling the impact of a reduced and different service. 

Stakeholders in the school and college setting said that reinstating the historical function of the 

Connexions service would be high on their list of priorities when considering how transition could be 

improved locally. The parents interviewed were less concerned about the proposed changes as two 

of the parents had received only very limited support from the service in the mainstream school 

setting. One reported a negative experience in the school setting but then had been pleased with 

support her child had received in the college setting.  

Transition from primary to secondary school: Transition is often spoken about in terms of transition 

from childhood to adulthood and how this impacts on access to services and support from a range of 

agencies. However, several of the stakeholders, including parents felt it was very important that 

transition from primary to secondary school be considered as a key transitional stage.  The LAST for 

example see this as a time when for some young people their diagnosis becomes apparent as they 

struggle with the change in routine and the change from what are often relatively small primary 

schools to much larger secondary schools. Also this change may be difficult for young people who do 

not have a statement of special educational need. Local SENCOs responding to an online survey for 

example reported that transition planning generally for young people without a statement was less 

satisfactory than for young people with a statement.  

The move to secondary school did represent a time of significant change and worry for parents but 

this did not mean the process was problematic. One parent for example described how his child was 

the first with a known diagnosis of ASD to ever attend a large local mainstream secondary school. 

However rather than a difficult process, with support from LAST the school made great efforts to 

understand the condition and to accommodate the needs of the young person. Another parent 

however felt they had need to fight to get their child into the mainstream secondary that they felt 

would best meet their needs. 

 Employment and post FE college opportunities: Aspirations in relation to employment were raised 

by several key stakeholders. In the main this focussed around the need to raise the issue of 

employment with young people and their families much earlier on so that this is an aspiration for 

young people as they develop into adulthood.  However this view was not held by all who were 
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interviewed as part of this needs assessment and the Disabled Children’s Team for example felt that 

this was not in the main appropriate for the children and young people on their caseload to have 

discussions around employment as their needs were considered too complex.  

It was raised that there may be an over emphasis on college placements during transition and not 

enough emphasis on identifying employment opportunities. One participant in particular felt quite 

strongly that for some young people with ASD, the structure and clear direction that can come with 

work is beneficial and for some a better alternative than college courses. However it was thought 

that college had become a matter of course for most young people with ASD and that this was rarely 

challenged. 

The young people who participated in the workshop were very positive about employment and when 

asked if they would like to be in paid employment, all group members responded with a definite yes. 

Most of the young people attending the forum were still in education, either still at school or at 

college and although many had participated in and had very much enjoyed work experience, none 

had been in paid employment. Moving onto paid employment was a concern raised by parents 

interviewed and also those responding to the survey. In terms of the survey, all parents were either 

concerned or very concerned about future employment opportunities for their child and in the 

interviews parents also reported considerable concerns around ‘what next’ after leaving college.  

Apprenticeships were raised as possible options, but there were concerns around limited availability 

and also the introduction of a required minimum level of maths and English attainment.  

 Although very positive about employment, the young people participating in the workshop hosted 

by the Big Mouth Forum did raise several issues in relation to employment. When asked to consider 

the barriers to having a paid job for example, the young people identified a range of issues, including: 

- Lack of suitable employment locally for people with a disability 

- Fear of bullying and or discrimination 

- Conflict between what a parent or carer may think is appropriate and what the young people 

themselves would like to do. 

The group were asked where they might go to get support and information around employment 

opportunities and Connexions were given primarily as a source of support, followed by the Job 

Centre, REMPLOY and APEX.  Work Choice was also mentioned but the young people did not know 

what the eligibility criteria to access this were.  One member of the group also raised concerns about 

the future of Connexions and other members of the group then also reported that they had heard 
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support from this service would be greatly reduced in the future, but they were not sure how this 

might impact on them.  

Discussion with key stakeholders highlighted key issues in relation to employment.  It was reported 

that for many young people with ASD the subject of employment and employment opportunities 

should be raised with young and people and their families much earlier on than is currently the case. 

It was argued that this would increase aspirations, challenge expectations and would help to inform 

transition planning. It was reported that some parents do not feel that their child will ever be capable 

of working and that is many cases this needed to be challenged. The Family Leadership Programme 

was given as an example of a local initiative that was challenging this view but it was felt that early 

and consistent message about employment opportunities were also needed. 
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5.6 Theme 3: Having good health 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Having good health:  Summary of key findings. 

- Determining the health needs of young people with ASD is challenging. Accessing data to 

determine health status of and service usage by young people with ASD proved difficult as it was 

not possible for Leicestershire Partnership Trust (LPT) to identify children and young people by 

diagnosis.  An information sharing agreement had to be developed between LPT and Leicester City 

Council so that health data could be provided for the young people identified by the SEN service as 

having ASD.  However LPT have recognised that this is an issue that needs to be addressed and 

processes are being reviewed in an attempt to improve identification of patients according to 

diagnosis. 

- Speech and Language Therapy services are overall those most commonly accessed by young people 

with ASD. Children and young people in receipt of a statement have on average more contacts with 

health services (median of 10 contacts compared to a median of 6) and had a greater contact with 

most individual services including School Nursing and Physiotherapy. In terms of School Nursing, 

although 824 contacts were recorded, less than 5 of these were contacts with children without a 

statement of special educational need. 

- Children and young people without a statement of special educational need on average have less 

contact with community health services and Child and Adolescent Mental Health Services.  This 

may be appropriate and reflect differing levels of need in young people with and without a 

statement. However it may also reflect a degree of inequity in access to these services for those 

without a statement which may warrant further investigation. 

- The number of young people with ASD recorded in general practice records is greater than the 

number known to schools and identified by the SEN service. The rate for Leicester according to SEN 

school based data is for example 4.25 per 1000 compared to 5.4 per 1000 according to GP data. 

This does however vary considerably between practices and the reasons for this variation are not 

clear but may be related to differences in diagnosis and recording practices.  

- General practice data may potentially be an important source of information around the health 

needs of people with ASD and could be used to inform service and strategic planning. However it is 

difficult to determine the validity of this data. Locally through the Autism Strategy Group General 

Practitioners in both Leicestershire and Leicester have received information on how to identify, 

manage and also record ASD and in Leicestershire GPs have received facilitated training to support 

this. There has been low uptake of this training in Leicester and it may be that providing it as part 

of the Protected Learning Time curriculum would improve identification, management and 

recording.   
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Having good health continued 

- Partnership working and improving partnerships with health colleagues was raised by several 

stakeholders. It was felt that the Transition Partnership was useful in facilitating partnership 

working between health and other sectors.  It was also reported that partnership working might be 

further facilitated by the introduction of the EHC plan and through initiatives such as the 

employment of transition workers in health. Much of the difficulties raised by stakeholders in 

relation to working with health colleagues related to information sharing rather than problems 

specifically in developing partnerships. For example the Disabled Children’s Team and stakeholders 

working in education reported particular problems in being able to share information about 

individuals with health services such as CAMHS. It was though recognised that this is likely to 

reflect issues and requirements around patient confidentiality and information governance.  

- Age thresholds for some health (and non-health) services are inconsistent and this can cause 

confusion. For example the Children’s Disability Service (Specialist Health Visitors) provides support 

to age 19, Speech and Language services provide paediatric support until age 19 if in full time 

education or until age 16 and paediatric physiotherapy services are provided to age 18 for those in 

the special school setting and 16 for those attending mainstream school. 
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5.6.1 Background: Transition and health services 

Transition from child to adult health services for all young people has been recognised an issue for 

some time. McDonagh has studied and summarised the key components of care in the transition 

from paediatric to adult services[24] and has concluded that they should: 

-Ensure the involvement of primary/preventative care services 

-Start transition planning early, being clear about when a young person will move into adult services 

- Have a written transition policy between paediatric and adult services and be flexible about timings 

of key events 

- Have a key worker for each young person to coordinate care/activities and a written transition plan 

that is updated regularly 

- Ensure that staff in child and adult services has training around both adolescent health and also 

transition. 

Transition in health services for young people with ASD is a particular issue as many have health co-

morbidities that mean they have considerable contact with services. The degree of co-morbidity 

varies between individuals but it is estimated that 70% of young people with a diagnosis of ASD also 

meet the criteria for having a psychiatric disorder [25] [26]and approximately 40% have two or 

more[26]. In terms of the nature of this mental health co-morbidity the most common additional 

mental health needs are social anxiety, ADHD, generalised anxiety and panic disorder [26]. 

 In addition to mental health co-morbidities, people with ASD may also experience physical co-

morbidities. Common physical co-morbidities include seizure, sleep and metabolic disorders[27, 28]. 

In terms of seizures, it is estimated that 7-14% of children and young people with ASD have a seizure 

disorder and 40-80% will have a sleep disorder, compared to 30% of children generally [27].  

In terms of transition between health and also social care services, parents participating in the recent 

study published by the Social Policy Research Unit [4], identified four key issues: 

-Loss of a key worker role: For some parents an individual in child services consistently involved in 

their child’s care had become an informal key worker, coordinating care on behalf of the child and 

their family. This is then lost when the young person moves on to adult services and for many young 

people and their families this loss is keenly felt. 
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-Move from proactive to passive support: Generally parents felt that support was less forth coming 

in the adult care world and that this shifted more responsibility on to them. Parents felt this may be 

associated with heavier caseloads in adult services. 

Adult care environments being unsuitable: For some parents the environment of adult services was 

not deemed suitable. This was partly due to the young people being perceived as very vulnerable and 

also as their chronological age may not always align with their developmental age. 

Mental health as the main need: For some young people the move into adult services means that 

their mental health need and not their ASD becomes the main focus. Some parents felt 

uncomfortable with this as they felt their child may be labelled or because they felt their primary 

need was their ASD and not a mental health issue. 

Providing timely information is a major factor that influences successful transition to adult mental 

health services. The Social Policy Research Unit report gives two case studies, one where the young 

person falls through the net and in her words is then ‘passed from pillar to post’ and another more 

successful transition where a young person’s child psychologist had explained the impending change, 

including where the service would be and who she would see. 

In addition to these issues, the National Autism Strategy identified that staff  working in frontline 

health and social care needed to have the skills necessary to identify and support people with ASD 

[2]. In response the Department of Health invested in a range of training and awareness raising 

interventions aimed at health professionals.  These include an E-Learning resource aimed at GPs and 

the wider Primary care team that aimed to improve the standard of care for people with autism and 

their families.    

Much of the research around ASD and transition in health focuses on the transition from Child and 

Adolescent Mental Health Services (CAMHS) to adult mental health, which reflects the degree of 

mental health co-morbidity.  In 2011 the National Autistic Society published the findings of a study 

into mental health needs and services for young people with autism, including information around 

transition.  Just under 500 parents and carers completed a survey and over 90% had concerns around 

on-going mental health support for their child during transition. In addition 70% of respondents 

whose children were receiving on-going support from CAMHS reported that no plan was in place to 

determine if their child would get any mental health support once they passed the age threshold for 

care from CAMHS [21]. One parent reported how CAMHS had taken a very central and coordinating 

role to their child’s care but that this broken down when the young person went through transition: 



 

 

89 
ASD JSpNA. Version 0.02.  

 

“The lady at CAMHS kept everyone together, but everything was lost completely through the 

transition phase. She had meetings with the adult teams and got absolutely nowhere. As soon as it 

stopped, as soon as she was out of the picture, everything went to pieces.” 

 

This finding was echoed in the large scale study recently reported by SPRU [4], which found that 

support from mental health services was often either interrupted or lost entirely when young people 

moved from children’s to adult services at transition.  This issue may be particularly problematic for 

young people with high functioning autism as few have a diagnosable mental illness which then limits 

their access to support from adult mental health services. However these people may still have a 

need for support which can lead to a need for costly acute intervention in adulthood [18]. 

 

5.6.2 Local provision 

In addition to universal services such as General Practice, there are a number of specialist services 

that provide support to young people with ASD and their families:  

Children’s Disability Service:  Young people in Leicester with a disability can be referred for support 

by this team. There are no eligibility criteria as such but all referrals are assessed according to the 

impact the child’s disability is having on the child and the wider family.  This service is staffed by 5 

Specialist Health Visitors and 3 Support Workers and provides specialised advice and support to 

families until the young person is aged 19 years.  This advice includes practical support around for 

example access to benefits, equipment and respite care and also helps with behaviour management 

and ensuring the young person is being supported by the appropriate services. The service tends to 

provide episodes of care rather than on-going support, but does provide on-going support where 

appropriate, including during transition if required.  

Fosse Autism: Again provided by Leicestershire Partnership Trust, Fosse Autism (also known as The 

Autism Service) provides a range of support to young people with autism and a learning disability and 

has a particular focus on transition. Referrals are accepted for young people aged 18 and over and 

staff from this service will provide information and support on for example, the transition from home 

to independent or supported living, and from school to college.  In addition, the service also has a 

role in liaising with other key services and professionals. The support and advice provided may be 

given directly to the service user or to their carer if more appropriate.   

Child and Adolescent Mental Health Services (CAMHS): Children and young people aged up to 18 

years who are suspected to have ASD can be referred by a range of professionals into CAMHS for an 

assessment and if appropriate, further support and treatment. In terms of transition to adult 
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services, the aim locally is to close cases and so only a small number of young people with ASD will 

transition to adult mental health services. A Consultant Psychiatrist for example reported that 

approximately 10 young people with ASD transition to adult services and most of these do so as they 

are being treated with anti-depressants, anti-psychotic medication or ADHD medication.    

Adult Autism Assessment: Based at the Brandon Mental Health Unit, this service provides 

developmental diagnostic health assessment for adults who have not received a diagnosis during 

childhood. This service also where appropriate will liaise with other services such as social care and 

education. It should be noted however that currently there is no specific adult autism service 

available for adults diagnosed with ASD. 

Speech and language services: In Leicester speech and language therapy services are provided by 

Leicestershire Partnership Trust and paediatric clinics run from a range of settings including special 

and mainstream schools, health centres, hospitals, children’s centres and in the home setting.  For 

those in full time education this service is provided until 19 years of age, and until aged 16 if not. The 

adult service takes referrals for those out of education and aged 17. 

Paediatric Physiotherapy: This service provided by Leicestershire Partnership Trust continues for 

young people in the special school setting to age 18 years and to age 16 years for those in the 

mainstream setting. However there is some flexibility and in some cases children in the mainstream 

setting will be provided with care beyond the age of 16.  

Diana Community Children’s Service: The Diana service provides a range of care and support for 

children and young people who require specialised nursing in the community setting. The service 

provides care up to the age of 18 years and patients can access the service through referral from a 

health, education or social care professional. If after an initial assessment the child or young person 

is eligible for support from the service, they have a named nurse who leads their care and who also 

liaises with other professionals where appropriate. Both continuing and acute care is provided and 

this can be delivered in the home or in residential or educational settings.  In addition this service 

provides the Child and Family Support Service (CAFSS) which provides emotional and therapeutic 

help and support to children, young people and their families to help them deal with and understand 

their condition and the impact this has on the young person and the wider family.  As the Diana 

service works with children and young people who may have very complex needs and potentially life 

limiting conditions, this service also provides end of life care and provides support to families who 

experience the loss of a child. In addition the service has capacity to provide short break 

opportunities for young people with complex needs and also provides continuing care where 

appropriate. 
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5.6.3  Having good health: analysis of quantitative data 

General practice data: General practice data was provided by Leicester City Clinical Commissioning 

Group. Data were provided on the number of patients registered with a Leicester City general 

practice with an ASD related read code recorded. Read codes are used in general practice to 

electronically record patient findings and procedures.   This data was provided by general practice 

and by age band to determine any variability between practices and to allow the calculation of age 

specific rates.  The read codes used for identification purposes were: 

• Autistic Spectrum Disorder 

• Atypical Autism 

• Asperger Syndrome 

• Childhood Autism 

• Suspected Autism 

• Active Infantile Autism 

• Infantile Autism NOS 

As numbers of patients identified as having Active Infantile Autism and Infantile Autism NOS are very 

small (less than 5) then these have been suppressed in the graphs and tables presented. 

For all ages, a total of 1370 patients were identified as having an ASD read code recorded in their 

general practice record.  As shown in Figure 24, 60% (N=815) of these were coded as having ASD, 

23% (N=309) Asperger Syndrome and 10% (N=141) as having Childhood Autism. Figure 25 shows a 

similar pattern for young people aged 3-25 years. From a total of 1035 young people, 66% (N=683) 

had a read code of ASD recorded and 19% (N=192) had Asperger Syndrome recorded. Table 8 

presents this data by age group. This suggests that recording of ASD decreases with age (89.2% of 

patients aged 0-4 compared to 36.7% aged 25-29) whereas recording of Asperger Syndrome 

increases with age (2.0% of patients aged 5-9 compared to 40.0% of patients aged 25-29).  
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Figure 24: Autism recorded in General Practice: All ages 

815, 60%

55, 4%

309, 23%

141, 10%
43, 3%

Autistic Spectrum Disorder 

Atypical autism

Aspergers syndrome

Childhood autism

Suspected autism

 

Figure 25: Autism recorded in General Practice: Age 3-25 years 
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Table 8: Autism recorded in General Practice by age group and diagnosis 

Recorded read code Age group  

0-4 5-9 10-14 15-19 20-24 25-29 Total 

Autistic Spectrum Disorder 33 (89.2) 209 (84.6) 217(75.9) 139(56.3) 81(38.3) 33(36.7) 712 (63.7) 

Atypical autism <5 <5 <5 11(4.4) 9(4.3) 7(7.8) 32(2.9) 

Childhood autism <5 22 (8.9) 28(9.8) 17(6.9) 33(15.6) 9(10.0) 112(10.0) 

Active infantile autism <5 <5 <5 <5 <5 <5 <5 

Asperger Syndrome <5 5(2.0) 31(10.8) 71(28.7) 77(36.5) 36(40.0) 220(19.7) 

Suspected autism <5 5(2.0) 8(2.8) 8(3.2) 10(4.7) 5(5.6) 36(3.2) 

Infantile autism NOS <5 <5 <5 <5 <5 <5 <5 

Total 37 247 286 247 211 90 1118  
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This data suggests that significantly more young people are identified in general practice records as 

having ASD as an additional need than are by schools.  It is difficult to determine how complete and 

accurate general practice recording is, but it is clear that there is a considerable amount of variation 

in recording between practices. This is shown in Figure 26 and also in Table 9. According to this data, 

the overall rate per 1,000 for Leicester is 5.4 (95% CI 5.1 – 5.8) but as shown in Figure 26, the highest 

recorded rate is 18.07 per, 1000 (95% CI 3.7 – 52.8) and two practices have no ASD recorded .  There 

is also variation by age group and as shown in Table 9, although overall highest rates are recorded in 

young people aged 10-19 years, there is again some variation between practices. 

Figure 27 shows variation in general practice rates by area. This map also includes background 

prevalence of ASD derived from the SEN and Connexions data.  The practice rate is unlikely to exactly  

mirror the local background rate as practice populations are likely to be dispersed across more than 

one area.  However with some exceptions, the rates are broadly in line with background prevalence 

calculated using SEN and Connexions data in that areas with higher background rates tend to have 

higher practice level rates.  

The reasons for the observed variation between practices could be manifold. It could be related to 

characteristics of the patient population, or the fact that the numbers presented at practice level are 

small( for example the practice with the highest rate had only 166 patients aged 0-25 registered and 

9 of these had ASD recorded, hence the very wide confidence intervals reported).  The observed 

variation may also be due to differences in recording practices between either individual GPs or 

individual General Practices.  Also, that so many more cases are recorded in general practice than are 

known to schools raises questions. This may well be a truer reflection of the number of young people 

with ASD in Leicester or again may be associated with differences in recording practices. Without 

further exploration of general practices records it is not possible to determine either reasons for the 

observed variation or whether or not this data gives a more accurate picture of ASD in Leicester.    
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Figure 26: Rates per 1,000 of ASD by General Practice 
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Table 9: Variation of ASD by practice and age 

 

Denominator (List Size) Rate

Practice code and name
0-9 

rate

10-19 

rate

20-25 

rate

26 + 

rate

Number of individuals 

aged 0-25 in the practice

Rate of individuals with ASD 

aged 0-25 (per 1,000 0-25 year 

olds registered at the practice)

C82670 Homeless Primary Health Care Service 0 .0 0 0 .0 0 2 0 .2 7 7 .7 0 166 1 8 .0 7

C82626 Pasley Road Health Centre 1 1 .4 1 2 8 .3 4 6 .9 4 1 .4 2 654 1 6 .8 2

C82100 The Hedges Medical Centre 7 .0 4 2 2 .4 7 1 2 .5 0 1 .8 7 1964 1 3 .7 5

C82046 Saffron Group Practice 8 .2 2 2 2 .6 5 9 .4 5 3 .1 8 4803 1 3 .5 3

C82614 Asquith Surgery 3 .5 3 2 1 .4 8 1 2 .0 5 1 .9 1 1234 1 1 .3 5

C82029 Willowbrook Medical Centre 7 .3 0 1 4 .4 1 1 2 .8 8 1 .9 9 2964 1 1 .1 3

C82008 Oakmeadow Surgery 3 .0 3 1 6 .3 7 1 2 .4 3 3 .0 2 3207 9 .9 8

C82094 Dr GC Ackerley & Partners 7 .5 1 1 3 .5 3 7 .4 2 0 .9 2 2491 9 .6 3

C82019 The Health Centre 3 .1 9 1 7 .6 4 8 .0 2 1 .5 9 1567 9 .5 7

C82639 Dr RL Hazeldine & Partners 6 .4 7 1 1 .0 3 1 1 .2 9 1 .7 7 1760 9 .0 9

C82005 Groby Road Medical Centre 3 .2 6 1 7 .0 3 5 .2 7 1 .0 2 3044 8 .5 4

C82033 Humberstone Medical Centre 5 .8 2 1 4 .0 1 3 .0 0 1 .0 4 3327 8 .4 2

C82669 Dr R Sahdev 2 .3 5 9 .2 0 1 8 .6 0 0 .9 1 966 8 .2 8

C82053 Hockley Farm Medical Practice 5 .0 5 1 1 .0 7 9 .2 9 1 .6 2 4178 8 .1 4

C82625 Petworth Drive Surgery 1 0 .7 8 5 .6 0 5 .3 5 0 .6 1 1008 7 .9 4

C82122 Clarendon Park Surgery 6 .5 1 6 .7 3 1 1 .0 5 3 .6 5 1269 7 .8 8

C82073 Merridale Medical Centre 6 .0 5 1 0 .7 5 6 .6 3 0 .8 6 4770 7 .7 6

C82662 Walnut Street Surgery 2 .7 8 1 0 .1 3 8 .7 4 0 .4 9 1556 7 .7 1

C82058 Saffron Surgery 3 .1 8 1 4 .3 7 0 .0 0 0 .2 7 1749 6 .8 6

C82624 Beaumont Leys 4 .1 9 9 .0 1 7 .1 3 2 .1 8 3243 6 .4 8

C82114 Dr UK Roy 6 .1 7 1 2 .0 5 0 .0 0 2 .3 7 468 6 .4 1

C82031 Johnson Medical Practice 6 .1 1 7 .7 4 4 .5 7 0 .9 2 4228 6 .3 9

C82680 Rushey Mead Health Centre 8 .1 7 4 .8 7 4 .6 7 2 .3 8 992 6 .0 5

C82610 The Parks Medical Centre 3 .8 3 7 .9 5 6 .0 8 0 .8 4 1615 5 .5 7

C82092 Leicester Medical Group 6 .8 7 4 .5 2 4 .8 1 2 .7 3 720 5 .5 6

C82086 Fosse Medical Centre 2 .7 2 1 0 .8 0 4 .0 5 0 .9 7 2585 5 .4 2

C82023 St Matthews Health & Community Centre 6 .9 0 5 .1 8 0 .0 0 0 .4 8 1705 5 .2 8

C82653 Westcotes 2  Dr Shafi 1 4 .4 9 0 .0 0 0 .0 0 0 .0 0 570 5 .2 6

C82667 The Charnwood Practice 4 .8 0 6 .9 6 3 .3 2 1 .4 8 2506 5 .1 9

C82059 Westcotes 1 Dr Shafi 5 .7 8 8 .1 3 0 .0 0 1 .9 6 398 5 .0 3

Y02686 Bowling Green Street Surgery 0 .0 0 0 .0 0 7 .6 3 2 .0 2 650 4 .6 2

C82060 Sayeed Medical Centre 4 .7 1 6 .8 3 0 .0 0 0 .5 2 1544 4 .5 3

C82063 East Leicester Medical Practice 4 .1 5 4 .9 4 3 .7 5 1 .1 1 5020 4 .3 8

C82084 Dr B Modi Canon St 0 .0 0 7 .1 6 6 .9 0 0 .4 6 1144 4 .3 7

C82030 Downing Drive Surgery 3 .2 7 4 .8 3 4 .4 2 1 .4 1 1893 4 .2 3

C82037 East Park Medical Centre 6 .3 4 3 .8 9 2 .0 4 0 .4 1 2954 4 .0 6

C82080 Shefa Medical Practice 4 .7 8 1 .9 2 5 .8 5 0 .4 0 1490 4 .0 3

C82107 Cross Street Surgery 3 .2 5 5 .4 2 1 .9 9 0 .3 1 1672 3 .5 9

C82099 Dr KA Choudhry 5 .6 3 1 .9 7 2 .6 2 1 .3 6 1423 3 .5 1

C82020 Students Health Centre 3 .8 9 2 .9 2 3 .5 8 1 .0 9 10375 3 .4 7

C82081 The Queens Road Medical Centre 4 .1 5 4 .3 3 0 .0 0 0 .5 4 619 3 .2 3

C82660 St Peters Health Centre 1 .2 8 6 .1 0 2 .1 9 1 .2 1 1892 3 .1 7

C82024 Spinney Hill Medical Centre 3 .4 1 3 .4 7 2 .2 5 0 .4 3 6140 3 .0 9

C82088 Evington Medical Centre 4 .2 4 3 .0 5 1 .1 5 0 .4 3 3359 2 .9 8

C82015 Rushey Mead Health Centre 0 .0 0 8 .2 3 0 .0 0 2 .1 3 679 2 .9 5

C82651 Dr KS Morjaria 8 .7 0 0 .0 0 0 .0 0 0 .8 2 1045 2 .8 7

C82018 Dr HV Trivedi & Partners 2 .0 8 4 .5 6 1 .6 2 1 .0 7 4919 2 .8 5

C82643 The Melbourne Centre 1 .5 5 3 .7 1 2 .1 5 0 .3 8 4480 2 .4 6

Y00344 The Assist Project 0 .0 0 1 4 .0 8 0 .0 0 0 .0 0 432 2 .3 1

C82124 Freemans Common Health Centre 2 .2 8 4 .7 8 1 .7 1 0 .7 0 11892 2 .2 7

Y00280 Belgrave Surgery 3 .5 2 2 .7 5 0 .0 0 0 .6 5 893 2 .2 4

C82659 Dr R Kapur 2 .2 7 2 .5 1 0 .0 0 0 .0 0 1103 1 .8 1

C82642 Highfields Medical Centre 0 .9 4 3 .7 6 0 .0 0 0 .0 0 2864 1 .7 5

Y00137 The Willows Medical Centre 0 .0 0 4 .4 8 0 .0 0 1 .0 5 1205 1 .6 6

C82105 Ar Razi Medical Centre 1 .7 7 0 .0 0 4 .2 4 3 .5 0 1287 1 .5 5

Y02469 SSAFA Care Health Centre 2 .4 5 0 .0 0 0 .0 0 0 .0 0 1607 1 .2 4

C82116 Highfields Surgery 0 .0 0 1 .8 6 0 .0 0 0 .0 0 1388 0 .7 2

C82620 Dr S Shafi 0 .0 0 0 .0 0 0 .0 0 0 .7 6 437 0 .0 0

C82671 Dr DJ Gandecha 0 .0 0 0 .0 0 0 .0 0 0 .7 9 1109 0 .0 0

Key

Relatively lower rate Significantly higher  

Relatively higher rate Significantly lower

Rate of ASD by practice and age
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Figure 27: Map of ASD rates by general practice and background prevalence of ASD 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

NOTE: From the data provided it was not possible to distinguish main practice sites from branch sites and as 

such branch sites are not shown. For example the branch surgery in the Hamilton and Humberstone area of the 

city has its main site in Spinney Hills.  The rate shown for the main site in Spinney Hills therefore includes data 

for young people with ASD registered with the branch surgery in Hamilton and Humberstone. 
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Health service usage data: Data on health service usage was provided by Leicestershire Partnership 

Trust (LPT). The data provided included both community and mental health service usage and these 

are presented separately for clarity.  Due to the organisation having problems identifying young 

people by diagnosis, the data presented is for children and young people identified by the SEN 

service as having ASD as an additional need. As such this data is limited to children and young people 

aged 3-19 years and only includes information for those young people identified through school 

based reporting.  In addition, the data provided for both community services usage and use of Child 

and Adolescent Mental Health Services (CAMHS) required clarification and filtering prior to use as 

there were missing data and also fields that were difficult to interpret.  Support for this process for 

community services was provided directly by the analysts at Leicestershire Partnership NHS Trust.  

However the same team could not provide support in understanding the CAMHS data and although 

attempts were made to contact the individual identified as having a good knowledge of this, due to a 

lack of response not all of the data is presented.  Also it is not possible to determine whether the 

relatively small number of individuals recorded as having contact with CAMHS (N=91) reflects reality 

or whether it is associated with recording or matching issues.   

Community health service usage: Data were provided for a three year period, from April 2010 to 

June 2013. LPT were able to identify data for 86% (N=309) of the 358 children and young people but 

clinically relevant data was not available for 57. This was either due to missing data which meant that 

the nature of the contact could not be ascertained or because no clinical contacts were recorded. 

The system used by LPT records all activity related to patients and so includes administrative as well 

as clinical activity. To ensure that only clinically relevant contacts were included in the analysis, the 

following inclusion criteria were applied:  

• Clinically relevant contact (i.e. not administration) 

• Contact marked as patient activity 

• Face to face or telephone contact between the patient and professional 

With these filters applied, health service usage data was available for 252 of the 358 children and 

young people identified by the SEN services.  As shown in Table 10, of the 252 children and young 

people identified as having clinically relevant data recorded, 187 (74%) were in receipt of a 

statement and 65 (26%) were not.  Children and young people in receipt of a statement had on 

average more contacts with health services (median of 10 compared to a median of 6) and one 

young person had a total 164 contacts recorded. 
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Table 10: Contacts with health services by receipt of statement 

Statement or 

not 

Number of 

individuals 

Total number of 

contacts 

Median contacts 

(IQR) 

Maximum 

contacts  

Yes 187 3225 10 (4-20) 164 

No 65 488 6 (3-10) 26 

TOTAL 252 3713 n/a n/a 

 

Variation in terms of the number of services accessed and also contacts with services is shown in 

Figure 28. This shows that there are young people with ASD who utilise between eight and ten 

services and others that only access one.  The amount of contact each young person has with a 

service is also highly variable, one young person for example had accessed one service but had just 

over 150 contacts with this service recorded.  

The type of services accessed are given in Table 11. Although 74% of individuals were in receipt of a 

statement, these individuals accounted for 87% of all contacts with services. Overall for both children 

and young people with and without a statement, Children’s Speech and Language Therapy is the 

most commonly accessed service, with 1201 contacts recorded for 168 individuals over the three 

year period. This is also the case for young people in receipt of a statement but for young people 

without a statement Paediatrics is the most commonly accessed service.  Young people without a 

statement in general have a lower median number of contacts for all services with the exception of 

Paediatrics, ADHD Nurse Specialist services and also Targeted School Nursing. There are also some 

other notable differences between the services accessed by young people with and without a 

statement of educational need. For example 60 individuals with a statement had a total of 820 

contacts with the School Nursing service, compared to less than five individuals not in receipt of a 

statement.  

In terms of referrals, as shown in Figure 29 where a source of referral was recorded, the greatest 

number of referrals that then led to a clinical contact came from Community Paediatrics followed by 

Health Visiting. For children and young people with a statement of educational need, Social Workers 

were an additional source of referral, and the School SENCO was an additional source for those 

without a statement. 
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Figure 28: Number of services accessed and number of contacts per individual 2010-2013
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Table 11:Number of contacts by service and statement status 

Service Offered Statement No Statement Total (statement + no statement) 

Service Offered 
Number of 
contacts 

Number of 
Individuals 

Median IQR 
Number of 
contacts 

Number of 
Individuals 

Median IQR 
Total Number 
of Contacts by 

Service 

Number of 
Individuals 

Median IQR 

Childrens Speech and Language Therapy 1061 132 5 7.25 140 36 3 3 1201 168 5.0 7.0 

School Nursing 820 60 3.5 8.25 <5 <5 2 1 824 62 3.0 8.0 

Paediatrics 464 115 3 4 185 46 4 3 649 161 3.0 3.0 

Assessment 253 20 11.5 7.75 0 0    253 20 11.5 7.8 

Childrens Occupational Therapy 166 26 6 5.75 61 6 11.5 6.25 227 32 6.0 9.0 

CCCT - Phlebotomy 101 50 1 2 31 14 2 2 132 64 1.5 2.0 

Acute 73 <5 22 14.5 0 0    73 <5 22.0 14.5 

Childrens Physiotherapy 58 8 3.5 4 0 0    58 8 3.5 4.0 

Health Visiting & School Nursing Universal 34 12 2 1.5 11 5 2 1 45 17 2.0 2.0 

Audiometrics 23 18 1 0.75 13 9 1 1 36 27 1.0 1.0 

Childrens Disability Service 35 5 4 3 0 0    35 5 4.0 3.0 

ADHD Nurse Specialist 8 <5 4 1 24 5 6 3 32 7 5.0 3.0 

Health Visiting 30 12 2 0.5 0 0    30 12 2.0 0.5 

School Nursing Targeted 15 6 1 2.25 10 <5 5 0 25 8 2.5 4.0 

Looked After Children 19 <5 4 6.75 <5 <5 3 0 22 5 3.0 6.0 

City Childrens Community Team CCCT 13 8 1.5 1 5 <5 1 0.25 18 12 1.0 1.0 

Health Visiting Targeted 18 <5 6 1 0 0    18 <5 6.0 1.0 

Child And Family Support Service 
(CAFSS) 

9 <5 9 0 0 0    9 <5 9.0 0.0 

Audiology 7 5 1 1 <5 <5 1 0 8 6 1.0 0.8 

Macmillan Nurse Service 8 <5 8 0 0 0    8 <5 8.0 0.0 

Childrens Rapid Assessment & Follow-up <5 <5 3 0 0 0    <5 <5 3.0 0.0 

Check It Out <5 <5 2 0 0 0    <5 <5 2.0 0.0 

School Nursing Vulnerable <5 <5 2 0 0 0    <5 <5 2.0 0.0 

ADHD Service <5 <5 1 0 0 0    <5 <5 1.0 0.0 

School Nursing Child Protection <5 <5 1 0 0 0    <5 <5 1.0 0.0 

Special Educational Needs <5 <5 1 0 0 0     <5 <5 1.0 0.0 

Total 3225 187 10 16 488 65 6 7 3713 252 8.0 13.3 

Percentage 87% 74%     13% 26%     100% 100%     
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Figure 29: Referrals by service and statement status
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Use of Child and Adolescent Mental Health Services (CAMHS):  CAMHS data were provided by 

analysts at Leicestershire Partnership NHS Trust for the period April 2010 to June 2013 for children 

and young people identified in the SEN data. Any CAMHS contact was identified for a total of 91 

individual young people, who between them had a total of 1450 contacts.  As shown in Figure 30, of 

the 91 young people seen by CAMHS, 72 (79.1%) were in receipt of a statement and 19 (20.9%) were 

not.   In terms of contacts, young people with a statement had a total of 1254 contacts recorded and 

those without a statement had 196.  As shown in Table 12, on average young people with a 

statement of special education need had 12 contacts with CAMHS, but there was some variation with 

one young person having 104 contacts during the period of interest. Young people without a 

statement had on average fewer contacts with the service than those with a statement of special 

educational need (median of 7 compared to 12).  As with the community health service data, this 

difference in the amount of contact with services may be appropriate and reflect different levels of 

need in young people with and without a statement. However it may also reflect differences in 

access to mental health services that are inequitable.  This would require further investigation that is 

out of the scope of this piece of work. 

 

Figure 30: Number of contacts with CAMHS by statement 
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Table 12: Number of contacts with CAMHS by statement status 

 

In terms of diagnosis, as shown in Table 13 a diagnosis code was provided for 1069 (73.7%) of all 

contacts. In children and young people with a statement of special educational need, the most 

common contact diagnosis code fell within pervasive developmental disorders, including pervasive 

developmental disorders (N=167, 18.9%), childhood autism (N=151, 17.1%) and atypical autism 

(N=150 16.9%).  In terms of children and young people not in receipt of a statement, observation for 

suspected mental and behavioural disorders accounted for 48.4% (N=90) of all contacts with a 

diagnosis code recorded and  unspecified pervasive developmental disorder for an additional  16.1% 

(N=30).  

 

 

 

Number of contacts with service Statement status 

 No Statement Statement Total 

Number of contacts 196 1254 1450 

Number of Individuals 19 72 91 

Median (IQR) 7 (1.5-15.0) 12 (6.0-21.3) 11 (5.0-20.5) 

Min 1 1 1 

Max 43 104 104 

Q1 1.5 6.0 5.0 

Q3 15.0 21.3 20.5 
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Table 13: Mental health diagnosis presented by statement status 

Chapter Main Description Description No 

Statement 

Statement Total  Total 

Mental and 

behavioural disorders 

Other anxiety disorders Other anxiety disorders  <5 <5 821 

Other mixed anxiety disorders 14  14 

Nonorganic sleep disorders Nonorganic insomnia  5 5 

Nonorganic disorder of the sleep-wake schedule  48 48 

Moderate mental retardation Moderate mental retardation  60 60 

Mod mental retard sig impairment of behaviour requiring 

attention /treatment 

 25 25 

Severe mental retardation Severe mental retardation  7 7 

Severe mental retardation significant impairment of behaviour 

requiring attention /treatment 

 88 88 

Specific developmental disorders of speech and 

language 

 

Specific developmental disorders of speech and language  5 5 

Pervasive developmental disorders Pervasive developmental disorders  167 167 

Childhood autism <5 151 155 

Atypical autism  150 150 

Asperger's syndrome 7 13 20 

Pervasive developmental disorder, unspecified 30  30 

Hyperkinetic disorders Hyperkinetic disorders 9 18 27 

Disturbance of activity and attention <5  <5 

Conduct disorders Conduct disorder confined to the family context <5  <5 

Mixed disorders of conduct and emotions Mixed disorders of conduct and emotions  5 5 

Disorder social functioning with onset spec 

childhood/adolescence 

Elective mutism  8 8 

Other behavioural emotional disorders onset 

usual occurring in childhood or adolescence  

 

Unspecific behavioural emotional disorder onset usual 

occurring in childhood or adolescence 

 

 

 <5 <5 
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Chapter Main Description Description No 

Statement 

Statement Total  Total 

Diseases of the 

nervous system 

Epilepsy Epilepsy 

 

 

 <5 <5 <5 

Factors influencing 

health status and 

contact with health 

services 

Medical observation and evaluation for 

suspected diseases and conditions 

Observation for suspected mental and behavioural disorders 90 51 141 245 

Problems related to education and literacy Problem related to education and literacy, unspecified 16  16 

Problems related to social environment Problems related to social environment  <5 <5 

Problems related to negative life events in 

childhood 

Other negative life events in childhood  53 53 

Other problems related to upbringing Other specified problems related to upbringing 6  6 

Problem related to upbringing, unspecified <5  <5 

Other problems related to primary support 

group, including family circumstances 

Other problems related to prim support group, including 

family circumstances 

<5  <5 

Problems in relationship with parents and in-laws  <5 <5 

Other specified problems related to primary support group <5  <5 

Problems related to other psychosocial 

circumstances 

Problems related to other psychosocial circumstances <5  <5 

Family history of mental and behavioural 

disorders 

Family history of other mental and behavioural disorders  19 19 

No code 

match/unrecorded 

NULL (no code) NULL (no code) 10 296 306 381 

F89 #N/A  22 22 

F2032 #N/A  8 8 

F8410 #N/A  45 45 

Total   196 1254 1450 1450 
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5.6.4 Views of key stakeholders 

Again a range of stakeholders were consulted in relation to this element of transition. This included 

collecting information from young people and parents as well as a range of professionals.  The key 

issues raised are given below. 

Overall experiences of accessing health services: Children and young people with ASD may face 

particular issues when accessing health services and it was raised by several stakeholders that some 

basic features of services can pose particular problems. For example, the noise and busy 

environment of an out-patients clinic can be difficult for a young person with ASD, particularly if they 

have a protracted wait. Simple solutions were suggested to this problem including offering young 

people known to have a diagnosis of ASD the first clinic appointment.  

Speech and Language Therapy is a commonly required service for young people with ASD. However 

problems accessing this service were raised by some key stakeholders. Part of this issue related to 

eligibility and a Consultant Psychiatrist for example raised that young people with an IQ of over 70 

but with speech problems had particular problems accessing speech and language therapy and that 

generally there was a lack of capacity in the service.   

 The young people and parents had mixed experiences and views of healthcare services and 

professionals. Parents tended to report generally positive experiences, some had for example very 

good relationships with Community Paediatric services, with their GP and also with Physiotherapy 

services. Some young people however reported that they found it very difficult to speak to 

healthcare staff and it was also reported that healthcare professionals tended to speak to the parent 

and not to them directly which could be frustrating. This may relate to understanding and awareness 

of ASD in some frontline healthcare staff and it was raised by stakeholders that all frontline staff 

should have both an awareness of ASD and also be able to either provide support or if more 

appropriate, to know where to signpost people to.   

Transition from children’s to adult health services: Experience of the transition from child services to 

adult services was variable. For some young people seeing a health professional on their own and 

travelling to the service alone was extremely daunting, whilst for others the move was positive as 

they felt they were treated more like an adult. One young man had spent some time in the hospital 

setting and should have been placed in an adult ward. He was however treated in a children’s ward 

which he found embarrassing and the reasons for this were not explained to him. 

For parents issues in relation to transition seemed to be associated with a move away from a 

children’s service that provided on-going care, often with staff known to the young person and their 

family, to a more reactive service in the adult setting where care was provided for a specific length of 
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time depending on need. For example, a parent talked about the relationship she had built with   

children’s physiotherapy services and her concerns over how this would change in the adult setting. 

One concern was that access to the adult service would be more sporadic and time limited and that a 

new referral would be required. However the same parent talked about how their child had been 

supported by a surgical paediatric team in the secondary care setting and how great care had been 

taken by the Consultant to ensure that the family and child knew who care would be passed to and 

what they might expect from that service.  

Accessing specific services – problems with inconsistent age thresholds: Issues relating to 

inconsistent age thresholds for the transition from children’s to adult services were raised by several 

stakeholders. As described in 0, the age at which paediatric services stop and adult services begin do 

differ between and also within services. The latter is largely based around education with for 

example paediatric physiotherapy services ending at age 18 for those in the special school setting 

and at age 16 for those in the mainstream setting.  This was thought to be confusing to navigate and 

some worried that young people may end up falling through gaps in provision. 

Partnership working and sharing information: Partnership working and sharing information was a 

key issue raised by stakeholders. The need for partnership working was recognised by all 

stakeholders and there were several examples of initiatives that had been put in place to enable 

multi-agency understanding and working, such as for example the introduction of transition workers 

in health and also the Transitions Partnership Board and the Autism Strategy group. Information 

sharing between partners was though raised as an issue, particularly in relation to CAMHS.  This was 

raised by stakeholders in the college setting who had struggled to get support for a student with ASD 

and mental health problems.  The Disabled Children’s Team also reported issues in relation to sharing 

information with CAMHS. Some of this difficulty focused around practical issues such as not being 

able to share information via email and also having difficulty contacting individual team members 

directly. 
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5.7 Theme 4: Friendships and Relationships 

 

 

 

 

 

 

 

 

 

 

 

 

5.7.1 Transition and friendships and relationships 

Social interaction difficulties are a defining feature of autistic spectrum disorders and as such 

developing and maintaining friendships can be particularly challenging. It has been estimated in a 

large cohort study of young people with special educational needs that approximately 15% of young 

people with ASD have no problems conversing with other people, 30% have some difficulty and just 

under 40% have considerable difficulty. The remaining 15% are described as having no speech [29].   

There is not a great deal of research done into friendship development for young people with ASD 

during transition. A large scale study reported that 43% of young people with ASD never see friends 

and just under half were never invited by friends to participate in activities. This study also compared 

friendships and social participation of young people with ASD with young people with a range of 

issues including speech and language impairment and learning disability and found that compared to 

these young people, young people with ASD were less likely to see friends, to participate in some 

social activities and to be invited by friends to participate in social activities [29].  

5.7.2 Local provision 

Short break activities: In Leicester, young people and their families can access a range of activities 

that can help develop social skills, form and also maintain friendships.  These activities are often 

described as ‘short breaks’ which is a term that is generally used to describe any activity that lasts for 

at least two hours.  Leicester has a facility called The Access Point (TAP) which provides a single point 

Friendships and relationships:  Summary of key findings. 

- Young people in Leicester with ASD can access a range of social and learning activities and access to 

these can be facilitated by The Access Point (TAP). Activities available include drama, sporting 

activities, after school clubs and play schemes. 

- There is very little data available that can be used to assess needs around friendships and 

relationships but what is available suggests that in terms of short breaks, play schemes are the most 

commonly offered activity.   

- Parents have concerns over the ability to find suitable social activities for their child to participate in 

and not all parents with a child who has ASD and who would like their child to access social and 

learning activities do so. This is due to concerns over cost, a lack of knowledge around opportunities  

available and also concerns over the training and experience of staff supporting the activity. 

- Young people consider friendships to be very important but report feeling unsure about making 

contact with new people and have concerns about the process of meeting friends.  
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of access through which young people and their families can identify and access appropriate short 

break activities and receive information and support.  In addition to traditional social focussed 

activities, young people in Leicester can also access activities through TAP specifically developed 

around preparing for the transition to adulthood.   

The TAP website (http://tap.leicester.gov.uk ) provides a search facility where young people and 

their parent or carer can search for local short breaks that may include sporting activities, after 

school clubs, arts and crafts and drama bases activities.  Given the range of activities available, it is 

not possible to describe them all in detail.  However some examples of short break activities available 

to young people in Leicester are given below for illustrative purposes: 

 

 

Big Mouth Forum:  This is a very active local forum run by young 

people with support from the Disabled Children’s Service. It meets 

on a monthly basis and provides a forum where young people can 

meet and share their experiences and views on what is going well 

and also what is going not so well for young disabled people locally. 

This forum has done a significant amount of work around some key areas and recently worked with a 

local film maker to produce a short film on bullying and discrimination.  Members have also been 

asked to speak at regional and national events on how to develop and sustain a successful young 

people’s forum.  

 

Caravan holidays and short breaks:  The Disabled Children’s Service 

provide access to two modern static caravans that are situated at the 

Billing Aquadrome Holiday Park in Northampton and can be hired by 

families with a disabled child. One is fully accessible to those in a 

wheelchair and includes a hoist and a fully adapted kitchen. 

 

 

Big Flower Garden Club:   This initiative started in 2009 when the Belgrave 

Allotment Society provided a plot for development. This is aimed at young 

people aged 11-19 and provides an opportunity to grow fruit, vegetables and 

flowers that are distributed to families and other local groups.  
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Aylestone Park Football Club – Inclusive Section: This football club 

provides young people with a disability with the opportunity to learn 

football skills and to play in matches and tournaments.  

 

The Monday Club: Older young people aged 18 and over who have Asperger 

Syndrome can also attend the Monday Club. This provides a range of social 

opportunities such as quiz nights, Bingo and trips to the cinema and also provides 

social skills support. The club website also provides a range of information and links to 

relevant organisations. 

 

5.7.3 Friendships and Relationships: analysis of quantitative data 

 Data provided by TAP suggests that between 11
th

 May 2011 and 14
th

 June 2013 there were 383 

offers of support or information provided to a total of 110 young people with an ASD diagnosis.  The 

offers of support vary and include: 

- Information  and signposting 

- Access to specific activities such as the garden club 

- Short term support – Support for young people to attend opportunities, for example 

provision of support team workers to allow young people to attend one off or a small 

number of events such as a visit to Twycross Zoo or the National Space Centre. 

- On-going support – Support may be provided for a longer period to allow young people to 

access opportunities such as youth clubs that run on a weekly basis.  

  

As shown in Figure 31, almost half of the offers for young people with ASD are for play schemes.  Just 

under a quarter of the support provided by TAP is the provision of information and just under 20% is 

on-going support. In terms of age, as shown in Figure 32, the number of individual young people 

provided with support is largely consistent across the age group, although more offers are made to 

young people in older age groups (aged 14-19) and children aged 5-7 receive fewer offers.  

Figure 31: Short break opportunities, TAP March 2011- June 2013 
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Figure 32: Number provided with support and number of offers made by age, TAP March 2011 – June 2103 
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In terms of the type of support offered by age group, as shown in Figure 33, play scheme 

opportunities are less likely to be offered to younger children aged 5 to 7 (which may reflect both the 

nature of the provision and also the needs of the young people in this age group) and on-going 

support is provided un the main to service users in older age groups. 

Figure 33: Type of support offered by age group, TAP March 2011-June 2013 

 

 

 

  

 

 

 

 

 

 

 

 

Source for figures 30-32: The Access Point (TAP). Please note that small number have been suppressed. 

 

Some data on social activities is collected through the Disabled Children’s Register around both the 

short break activities that young people with ASD attend and also those they would like to attend. 

This is presented in Table 14. This suggests that although many people would like their child to access 

this range of activities, relatively few do actually access the provision that is available.  The reasons 

for this, again taken from data collected through the Disabled Children’s Register are given in Table 

15. The commonly cited reason for not attending activities is a lack of awareness of the opportunities 

available, followed by concerns over the cost of activities and the availability of trained staff who 

parents feel can meet the needs of their child with ASD. 
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Table 14: Data from the Disabled Children's Register on short break attendance 

Activity Number currently 

attending 

Number who would 

like to attend 

After School Club 23 49 

Arts & Crafts <5 48 

Clubs & Entertainment 16 45 

Dance <5 39 

Drama <5 24 

Play Schemes 20 73 

Sports 20 67 

Other Activities 23 53 

 

 

Table 15: Factors that prevent attendance at short break activities 

Factors that prevent attendance Number identifying 
this as a factor  

Equipment 14 

Money 54 

Not aware of activities 87 

Support worker 38 

Trained/experienced staff 50 

Transport 42 

 

Source for tables 12 and 13: The Disabled Children’s register. Please note that due to the way in which the 

data was provided it is not possible to give a denominator – i.e. it is not possible to distinguish between a 

response of ‘no’ and missing data. 

 

5.7.4 Views of stakeholders 

Young people’s perspectives: The young people that contributed to this needs assessment raised a 

range of issues around friendships and relationships. They all reported that friendships and 

relationships were very important to them but some barriers to making new friendships were 

identified. Some said that they found it very difficult to make that ‘first contact’ with someone and 

some of the group chose not to go out as they felt safer and more confident at home. The group also 

discussed the process of making an arrangement to go out and it was interesting that the group 

members with ASD felt particularly concerned around planning and ‘over-planning’ for an outing. 

One young man for example reported that he plans meticulously but then worries what he would do 

if his ‘Plan A’ fails and something goes wrong. 
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Risk taking was also discussed by young people in that some felt that they wanted to be given the 

opportunity to take risks but that parents were at times over-protective and so there was sometimes 

a conflict between what the parents wanted young people to do and what they themselves wanted. 

Parent views: All of the parents responding to the online survey were either quite concerned or very 

concerned about their child being able to access appropriate social activities which may as reported 

in Table 15 be associated with the cost of activities, a lack of knowledge of services available or 

concerns over the experience of the staff supporting activities. It may also though be linked to their 

child expressing concerns over attending activities. Parents interviewed for example reported that 

issues such as travelling alone and also making steps to try new things and meet new people 

sometimes could make their child anxious or fearful.  
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6 Recommendations 

6.1.1 Using existing good practice and learning to inform future developments. 

 

 

 

 

Despite a raft of national policy and guidance, transition for young people with disability from 

children’s to adult services continues to raise a number of issues. However it should be recognised 

that in Leicester there are several important work-streams in place that are already aiming to 

improve the transition process for young people and their families, and these should be taken into 

account when considering the findings of this report.  The need for improved partnership working for 

example is an issue raised in this report and also raised in research and national policy guidance. 

Locally however relationships between partners appear to be good and partnership working is 

already being facilitated and developed through initiatives such as the Transitions Partnership Board.  

The provision of information on the key areas of transition is another important issue and The Family 

Leadership Programme has already been developed to ensure families get the right information at 

the right time. This has been piloted in two special schools in Leicester and has been very positively 

evaluated by parents and carers.  Increasing employment opportunities has also been identified as 

an important issue and as Leicester is a trailblazer site for Right to Control, this again places the city 

in a good position to develop the employment market locally, and progress made to date has 

attracted funding to extend the project for a further year. 

There is also significant learning coming out of the SEND Pathfinder project that will inform future 

implementation of the incoming Education Health and Care Plan.  This will constitute a fundamental 

change to how children and young people with a disability are supported by education, health and 

social care. Being a pilot site places Leicester in an excellent position to address some of the 

challenges currently faced in terms of transition. In addition a great deal of work has been done and 

recently completed in developing a single pathway for children and young people with ASD and again 

this will help families and professionals navigate services and processes and also encourage a 

consistent approach across Leicester. 

 

 

 

It is recommended that the learning gained through key local initiatives is used to inform 

future developments and strategic direction. 



 

117 
ASD JSpNA. Version 0.02.  

 

6.1.2 Addressing the paucity of data and problems with data quality and access 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The anticipated national move away from reactive support and care towards prevention in all sectors 

means that developing information and data sources needs to be prioritised to better inform 

commissioning and monitor outcomes.  This needs assessment identified several issues relating to 

data availability, quality and access.  Determining the prevalence of ASD in Leicester City for example 

It is recommended that: 

o Current work underway in health, social care and education to improve data quality 

and also to combine data sets should take into account how this data needs to be 

accessed and used to inform joint commissioning. The potential of developing a 

cross sector data source that could be used to inform health, social care, housing 

and education should be considered as this could have significant benefits to joint 

commissioning and also monitoring of outcomes. 

o The use of general practice data to determine both prevalence and need should be 

further explored. 

o Diagnosis should be included in key datasets to facilitate activities such as joint 

needs assessment, service planning and monitoring. This should include data 

collected and held by Leicestershire Partnership NHS Trust. 

o School recording should be revisited and guidance provided to schools on how 

children with suspected or diagnosed ASD should be coded. 

o The use of a single identifier such as the NHS number across sectors should be 

considered as a simple way of facilitating data and information sharing. 

o Work should be done with partners outside of health, social care and education 

(such as criminal justice system agencies) to get a wider view of outcomes for 

people with ASD. 

o Voluntary registers are a source of rich information in Leicester but are incomplete. 

Commissioners should revisit these to ensure the information they collect is able to 

provide the information needed to support commissioning decisions.  
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proved very difficult. This was due to there being no single complete dataset available that provided 

information for young people with ASD identified as an additional need. There are in Leicester 

registers such as the Disabled Children’s Register and the Learning Disability Register but their 

voluntary nature means that these are incomplete to some degree. Also the Children’s Disabled 

Register is inconsistently completed by families, which then leads to significant amounts of missing 

data for some important variables such as income and employment status. Data collected through 

the Learning Disability Register is likely to be more complete but could not be used to inform this 

needs assessment as diagnosis of ASD is not recorded. Similarly health service data could not be used 

to estimate local prevalence as the data system used by Leicestershire Partnership Trust could not 

identify individuals with a diagnosis of ASD.  As a result of these issues, SEN data was used to inform 

prevalence as this was the most complete dataset available. This is limited however in terms of what 

is recorded and as it only provides information for school aged young people may be inadequate for 

planning and commissioning health and social care services. 

In terms of the validity of the data used to estimate prevalence, according to nationally published 

data (and to a lesser degree local data), rates of ASD in Leicester appear to be low. This however is 

not thought to be a true reflection of the local picture. This may be associated with coding issues as 

SEN data is derived from information provided by schools, and locally it is felt that schools tend 

erroneously to code children with ASD as having a moderate learning disability which then leads to 

an inaccurate picture of ASD for the city.    

General Practice has been recognised as a potentially rich source of data that could be valuable in 

informing needs assessments around ASD[18]. Accessing patient level data is of course subject to the 

usual data protection and information governance requirements but as most practices in the city use 

the same recording system, it should be possible to run data queries that produce anonymised 

patient level data. However the validity of this data is unknown and the degree of variation in rates 

between practices observed in this needs assessment suggests that there may be differences in 

recording and also diagnosis between practices that would need further examination. 

Accessing health data to determine health status and need proved very difficult. Leicestershire 

Partnership Trust although willing to share information (with appropriate information sharing 

agreements in place) could not identify young people with ASD by diagnosis. As a result the only 

option available was to agree to share SEN data with LPT who then collated information on health 

service usage for those identified in the SEN data. Including diagnosis in the health service usage data 

would have had benefits for this project beyond identifying need as it could also have been used to 

perhaps more accurately determine local prevalence.  It is important to note that these data related 

issues are not a new problem or a problem that is particular to Leicester. The National Audit Office in 
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2009 for example identified weaknesses with both the nature and amount of data available to 

determine the needs of those with autism [18].   

It may also be useful to identify data from other key agencies to gain a wider view on outcomes for 

young people with ASD as they transition into adulthood. For example there is an evidence base to 

suggest that young people with ASD are more likely to be in the criminal justice system than the 

general population but there is no process in place locally to monitor this. If this is known to the 

Connexions service then this has historically been recorded, the Youth Offending Service however do 

not routinely record if a young person has an identified ASD need.   

Most of the problems identified in this piece of work in relation to data have already been recognised 

by professionals from a number of sectors and there are already work streams in place to try and 

address them. Leicestershire Partnership Trust for example has recognised that health data systems 

need to be able to identify patients by diagnosis and are currently working to address this. It has also 

been recognised that it would be useful if key databases could be bought together and Leicester City 

Council are working to bring together information on the One Database with that held on Care First.  

Stakeholders felt that improving data quality and access should be prioritised and generally felt that 

a single cross-agency database for people with ASD would be extremely valuable in planning services 

both for transition and more widely. However most also recognised the difficulties that would be 

associated with this but agreed that another option might be to use a single unique identifier such as 

NHS number across all data sets as that would allow disparate data sets to brought together to 

better inform service planning, commissioning and monitoring of outcomes.  Adopting this approach 

has been recently recommended in a report into improving the health outcomes of children and 

young people completed by the Children and Young People’s Health Outcomes Forum on behalf of 

the Secretary of State [30]. 
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6.1.3 Improved information sharing between organisations to facilitate the 

transition process and improve care 

 

 

 

 

This needs assessment has highlighted that although there are good relationships between key 

partners and some initiatives in place such as the SEND Pathfinder project and the Transitions 

Partnership Board that facilitate information sharing, there are some issues relating to the sharing of 

information that need addressing.  Some of this relates to the sharing of information about 

individuals between non-health and health based organisations. For example staff working in the 

college sector and also staff from the Disabled Children’s Team raised issues around sharing 

information about individuals with CAMHS which at best caused frustration and at worse left staff 

feeling concerned about the welfare of young people considered to be at risk.  Stakeholders working 

with disabled young people in a FE College for example were unhappy that they could not speak to 

CAMHS directly about a student with ASD and mental health problems when they had significant 

concerns over this young person’s safety.   

Sharing information between health and non-health partners needs to adhere to requirements 

around patient confidentiality and information governance, and these can be complex.  The recent 

report led by Fiona Caldicott into information sharing and governance recognises this but describes 

‘a culture of anxiety’ in health and social care around sharing information about patients and a 

mistrust between the sectors in terms of information governance practices. The report also raised 

that patients/service users do expect that information about them is shared between agencies where 

it relates to their care. The review concluded that ‘the safe and appropriate sharing in the interests of 

the individual’s direct care should be the rule, not the exception’ [31]. 

It would be beneficial to revisit local arrangements for information sharing to ensure that they 

adhere to appropriate guidance such as that given in the 2013 review but do not unnecessarily 

hinder care.  In addition, to facilitate information sharing it would be useful to ensure that key 

stakeholders and partners are provided with clear and contemporaneous information on how to 

access service, referral mechanisms and scope of the service. There is already work underway locally 

that will facilitate this – for example a single point of access for CAMHS is under development, autism 

specific pathways have been developed and transition workers are being introduced within health to 

help co-ordinate care between teams and agencies. 

It is recommended that explicit agreements should be in place around how information about 

children and young people with ASD is shared between key partner organisations. 

Organisations should also work together to  identify where there is scope for direct referral and 

more joint working, particularly when it is deemed that a young person is at risk. 
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6.1.4  The use of key-workers to act as a single of point of access for young people 

their families and professionals. 

 

 

 

 

The process of raising a child with a disability can be challenging and stakeholders contributing to this 

needs assessment (both parents and professional contributors) felt the use of key workers who were 

able to help co-ordinate care and provide support for families would be associated with significant 

benefits. For parents this was around having a key contact who understood their child and their 

needs and who could help then navigate services, particularly through the transition process. 

Professionals also felt that this co-ordinating role would be helpful to families and services alike and 

might actually be associated with efficiency savings in the longer term as the approach may be 

associated with more appropriate service use.  

It is difficult to determine whether key workers would bring efficiency savings as evidence in this area 

is very limited and cannot be used to make decisions around the cost-effectiveness of the approach. 

However, the use of key workers has been shown to be associated with a range of benefits including 

increased knowledge of and access to services [32],[33] and improved quality of life [34]. A study by 

Greco et al concluded that the best outcomes were realised where key workers had a role in co-

ordinating care, speaking to services on behalf of the family and identifying both the needs of the 

child and also those of the wider family [33].  

Locally a key worker approach is being provided as part of the SEND Pathfinder and it would be 

beneficial to use the learning from this work to inform local developments. It would be useful to try 

and quantify both the costs any efficiency  savings associated with a key worker approach and to also 

identify the features of the service that bring the biggest benefits to both young people and their 

families and to local services. 

 

 

 

 

It is recommended that the introduction of key worker support for families be considered and that 

this is informed by evaluation of work being done locally as part of the SEND Pathfinder project.   
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6.1.5 Developing our understanding of the needs of young people with ASD who 

are not in receipt of a statement of special educational need. 

 

 

 

 

This needs assessment has highlighted that in Leicester there are a significant number of children and 

young people with ASD who are not in receipt of a statement of special educational need. These 

children and young people may be particularly vulnerable as they do not receive formal transition 

planning. The needs of these young people are also more difficult to determine as they are under- 

represented within for example the Disabled Children’s Register.  This needs assessment did though 

find that young people without a statement of special educational need have less contact with 

community health services compared to those with a statement. This may be appropriate and may 

reflect differing levels of need. However it could also suggest that young people without a statement 

are less visible to services and so may have a degree of unmet need.  

Although there is no statutory obligation for transition planning to be put in place for young people 

without a statement of special educational need,  schools however may do some transition planning 

for these children and in the past may have involved Connexions in the process, but this is 

inconsistent and Connexions are no longer providing this support. Concerns have been raised from a 

number of stakeholders that these young people may not be adequately supported as they move 

into adulthood and this can impact on for example their ability to access and sustain further 

education opportunities and to find and sustain employment.  There is also concern that these young 

people are at risk of needing support from adult social care and mental health services in the future 

as a lack of support in this important transition period may lead to them reaching a crisis point.  

It is also more difficult to monitor the progress and needs of this group of young people as they may 

not be in receipt of a formal review and may not be supported by services like Connexions. 

Connexions maintain a database of current destination and previous activity and this has historically 

included information for young people not in receipt of a statement but who have received advice 

and support from the service.  Changes to the remit of Connexions means that it is unlikely that they 

will continue to track the outcomes for these young people. 

 

It is recommended that a discrete piece of work be done to look specifically at the needs and 

outcomes of children with a diagnosis of ASD who do not have a statement of special educational 

need. This should include more in-depth understanding of their experience of transition and how if 

at all this might change under the introduction of the Education Health and Care Plan. 
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6.1.6 Developing our understanding of the long term impacts of changes to the 

Connexions service 

 

 

 

 

The Connexions service in Leicester and also nationally is undergoing significant change and concerns 

over the long term impact of this was raised by a wide range of stakeholders including young people, 

and professionals form education and social care.  The nature of the support now provided by 

Connexions was highlighted as a concern by stakeholders in education.  Locally Connexions workers 

have been seen as providing a kind of key worker support role to young people and their families 

which helps to connect them with services and opportunities and also provides a single point of 

information and support.  Due to funding constraints however, Connexions staff now work in a much 

more task orientated and time limited way which means that the type of support that can be 

provided has changed as for example this approach does not allow for the provision of consistent on-

going support which was seen by many stakeholders as a key benefit of the service.  

Concerns were also raised around changes that had been put in place which restricted the ability of 

the Connexions service to provide support to young people out of area and also to young people not 

in receipt of a statement of educational need. Connexions staff had for example historically 

completed Section 139 assessments for school action plus young people and this was then used to 

inform support and opportunities going forward into the further education setting, but changes to 

the service mean this is no longer possible.  There was also concern raised about how existing 

services would address the loss of some of the key support functions provided by Connexions 

considering financial constraints and capacity issues.   

Recently Leicester City Council has convened a task group who are looking at both the impact of 

changes to the Connexions service and also the services being currently being commissioned.  This 

piece of work should take the findings of this needs assessment into account, including for example 

the concerns raised by local stakeholders around the loss of a consistent point of contact through the 

transition process. 

 

It is recommended that the task and finish group convened to determine the impact of changes to 

the Connexions service takes the findings of this needs assessment into account, including the 

impact of a reduced ability to provide consistent and on-going support. 
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6.1.7 Consideration be given to the development of an integrated 14-25 year old 

service  

 

 

 

 

Transition is a complex process that involves professionals from a range of organisations and also 

teams within organisations.  Both parents and professionals felt that this complexity was difficult to 

navigate and that it could lead to some young people falling through gaps and to parents and 

professionals feeling frustrated.  In addition to the use of key workers to help navigate and co-

ordinate input from services, a move towards an integrated team providing support throughout the 

transition process was also recommended.   

As discussed in section 3.9, there are models being developed and tested that aim to integrate staff 

from health, education and social care into a single multi-disciplinary team. Moving towards this 

model would mean bringing together staff from organisations with differing cultures and ways of 

working and also pooling budgets and resources. This would be challenging but there is some 

evidence that integrated teams do have benefits. A recent review by the Social Care Institute for 

Excellence (SCIE)  for example reported that improvement in clinical outcomes such as quality of life, 

health and wellbeing outcomes and ability to cope were associated with integrated models of care 

[35]. Staff working in integrated teams also reported a range of benefits for service users such as 

having a single point of access and quicker assessment and referral. Other benefits reported included 

access to pooled expertise, knowledge and resources. Service users have also reported high levels of 

satisfaction with such approaches, with benefits including timely assessment and referral, improved 

communication between teams, and help in navigating complex systems. 

 However the review also identified a range of challenges including those relating to bringing staff 

together from organisations that have different philosophical standpoints and professional 

approaches. This was found to have initially a negative impact on morale but this diminished over 

time as relationships developed and ways of working were better understood [35].  

An integrated approach may also be associated with cost savings as for example it is likely that 

duplication of work would be reduced. However it is difficult to determine cost effectiveness as there 

is a general lack of evidence available and what there is dated or is difficult to assess due to the very 

wide range of potential models of integrated working presented.  However the SCIE review did 

It is recommended that consideration be given to development of an integrated 14-25 year old 

service, using learning from sites that are adopting this approach and also identifying potential 

benefits, enablers and barriers through a robust pilot/feasibility project. 
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report a study that compared the costs of usual care for the elderly compared to the costs of an 

integrated health and social care team approach, and these were very similar.    

Although there is local support for the development of a 14-25 service and evidence that it is 

associated with benefits to service users, this service would mean significant change for 

organisations, staff and service users.  With this in mind it would be beneficial to use the learning 

from sites such as Northamptonshire and also to perhaps undertake a feasibility study to inform any 

future development of a service for young people aged 14-25. . 

 

6.1.8 Timing of community care assessments and support plans 

 

 

 

 

Transition can be a period of uncertainty and anxiety for parents and young people and it is 

important that where possible key processes such as Community Care Assessments should be done 

in a timely way so as to not add to this unnecessarily.  It was raised by many stakeholders that the 

current approach where much of this activity takes place in the final year of schooling can lead to the 

process feeling rushed and delays in being able to secure opportunities beyond school including 

college placements. It has been suggested that it would be useful to at least pilot changing current 

timings so that these assessments begin in the penultimate year of schooling.  Some work is already 

underway within the Disabled Children’s Service around the earlier engagement of the Adult Social 

Care Transition team and this should be progressed in light of the findings of this needs assessment. 

 

 

 

 

 

 

 

 

It is recommended that work already begun by the Disabled Children’s Service should be 

progressed to secure earlier engagement of the Adult Social Care Transition team to ensure that 

Community Care Assessments are completed in the penultimate year of school, and not in the last 

year as is currently the case. 
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8 Appendices 
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8.1 Key policy drivers and relevant national and local strategies 
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Policy Vision Key objectives 

The Autism Act  Two key provisions: 

-Directed the government to produce an adult 

autism strategy by 1
st

 April 2010 

-Secretary of State for Health issue guidance to 

health bodies and local authorities on the needs 

of adults with autism by December 2010.   

National Autism 

Strategy 2010: 

‘All adults with autism are able to 

live fulfilling and rewarding lives 

within a society that accepts and 

understands them. They can get a 

diagnosis and access support if they 

need it, and they can depend on 

mainstream public services to treat 

them fairly as individuals, helping 

them make the most of their 

talents.’ 

-Increase awareness and understanding in 

frontline staff. 

-Develop clear and consistent pathways for 

diagnosis followed by personalised needs 

assessment. 

-Improving access to and support with services 

that help people with autism live independently. 

-Helping people to get into employment. 

- Developing integrated service planning and 

provision. 

Support and aspiration: 

a new approach to 

special educational 

needs and disability. 

2011 (Special 

Educational Needs 

Green Paper) 

‘We want to put in place 

a radically different system to 

support better life outcomes for 

young people; give 

parents confidence by giving them 

more control; and transfer power to 

professionals on the front line and 

to local communities.’ 

-Early identification and support – for example 

early identification of support needs, high quality 

early years education and childcare and the 

introduction of the EHC Plan. 

-Giving parents and control – greater control 

over support for the child and the family, option 

of personalised funding, better local information 

on support through the local offer. 

-learning and achieving- ensure strong and 

supportive education systems , appropriately 

trained teachers who will intervene early. 

-Preparing for adulthood – Introduction of the 

Education, Health and Care Plan, access to better 

vocational opportunities, well co-ordinated 

transition. 

-Services working together for families – 

strengthening local strategic planning and 

commissioning. 
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Policy Vision Key objectives 

Transition: moving on 

well: A good practice 

guide for health 

professionals and their 

partners on transition 

planning for young 

people with complex 

health needs or a 

disability. 2008. 

‘Young people supported to make 

the transition to adulthood and to 

achieve their maximum potential in 

terms of education, health, 

development and well-being. 

Young people taking responsibility 

for their own health and making 

informed choices and decisions 

regarding their emotional and 

social development, and health and 

well-being both now and in the 

future. 

Services and staff who are able to 

respond in a sensitive way which 

encourages engagement and 

provides high-quality support for 

young people.’ 

 

• place the young person’s needs and 

aspirations at the centre of the transition 

process; 

• reinforce the need for a clear inter-agency 

planning structure which is based on good 

communication, education and training of staff, 

has agreed protocols that take account of 

national standards and evaluates outcomes of 

local planning to 

improve experiences of transition for these 

young people; 

• acknowledge that transition does not end 

when the young person moves on 

from child-centred services but continues in 

adult services; 

• highlight practical approaches through which 

both the children's and adult 

health services can contribute to improving the 

transition process for young people with 

complex needs (including mental health, long-

term conditions and palliative care) and 

disabilities (both those with and without 

statements of special educational needs (SEN));  

• support the commissioning process by 

clarifying the driving principles of 

person-centred planning and partnership 

working, clarifying the roles and responsibilities 

of the professionals/main agencies involved in 

the transition process. 

Aiming High for 

Disabled Children: 

better support for 

families. 2007 

The Government wants all children 

to have the best start in life and the 

ongoing support that they and their 

families need to fulfil their 

potential. Disabled children are less 

likely to achieve as much in a range 

of areas as their non-disabled 

peers. Improving their outcomes, 

allowing them to benefit from 

equality of opportunity, and 

increasing their involvement and 

inclusion in society will help them to 

achieve more as individuals. It will 

also reduce social inequality, and 

allow communities to benefit from 

the contribution that disabled 

children and their families can 

make, harnessing their talent and 

fostering tolerance and 

understanding of diversity. 

Access and empowerment – engagement to 

allow young people a role in shaping local 

services, transparency re local opportunities and 

young people in designing their package of care. 

Responsive services and timely support- Easily 

accessible services, responsive and accessible at 

key points of transition. 

Improving quality and capacity – Improving 

access to short breaks, provision of childcare, 

increasing accessibility to universal services. 
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Policy Vision Key objectives 

Putting People First: A 

shared vision and 

commitment to the 

transformation of 

Adult Social Care 

Ensuring older people, people with 

chronic conditions, 

disabled people and people with 

mental health problems have the 

best possible quality of life and the 

equality of independent living is 

fundamental to a socially just 

society. 

-Local authority leadership accompanied by 

authentic partnership working with the local 

NHS, other statutory agencies, third and private 

sector providers, users and carers and the wider 

local community to 

create a new, high quality care system which is 

fair, accessible and responsive to the individual 

needs of those who use services and their carers 
 

-Agreed and shared outcomes which should 

ensure people, irrespective of illness or 

disability, are supported to live independently, 

stay healthy and recover quickly from illness, 

exercise maximum control over their own life 

and where appropriate the lives of their family 

members, sustain a family unit which avoids 

children being required to take on inappropriate 

caring role and  participate as active and equal 

citizens, both economically and socially 

- System-wide transformation, developed and 

owned by local partners covering for example 

JSNA, commissioning which incentivises and 

stimulates quality provision offering high 

standards of care, dignity and maximum choice 

and control for 

service users, person centred planning, the use 

of personal budgets and a common assessment 

process for social care users. 

Leicester City Child and 

Young People’s Plan 

2012-2014 

To improve children’s lives – 

working in partnership to raise 

aspirations and build achievement. 

We will work together to improve 

the life chances of the most 

vulnerable children. We will support 

all children to achieve their 

potential. We will keep children 

safe and make a significant 

contribution to mitigating the 

effects and causes of family 

poverty. 

• Focusing on prevention and early 

intervention. 

• Working together better through integrated 

working across agencies. 

• Ensuring effective planning and joint 

commissioning of services, with links to 

• social enterprise. 

• Working with schools to improve 

educational achievement. 

• Listening to and taking account of what 

children and families tell us. 

• Publishing a child poverty needs assessment 

and a joint strategy. 

• Promoting participation by children and 

young people 

• Ensuring that equality and diversity is 

embedded into all our practice. 

• Improving our universal and targeted youth 

support services. 
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Policy Vision Key objectives 

Leicester City: Joint 

NHS Leicester City & 

Local Authority 

Disabled Children’s 

Charter  

 • We know how many disabled children 

live in our area and all agencies in our 

area are working together to plan 

services based on this knowledge. 

• We have an identified leads with specific 

responsibility for services for disabled 

children and families. 

• We are providing clear information to 

support choice and control for parents 

that explains how we provide specialist 

services and also make all universal 

services accessible. 

• Parents and carers in our area have 

access to transparent information on 

decisions made about their child, and 

have access to mechanisms for providing 

feedback. 

• Disabled children and their families are 

involved in the planning, commissioning 

and monitoring of services in our area, 

including both specialist and universal 

services. 

• Our Parent Carer Forum is instrumental 

in developing and reviewing services in 

our area and promoting choice and 

control for parents. 

• We actively include disabled children 

and young people in any decisions made 

about them and the services that they 

access, that might affect them. 

• Parents in our area benefit from our 

Parent Partnership Service, which is able 

to provide impartial advice and support 

to parents of disabled children and 

young people. 

 

• Our staff receive both disability equality 

training and training to ensure that they 

have core competencies to work with 

disabled children. 

• We have produced a short break 

services statement that has been drawn 

up in partnership with disabled children 

and their parents and have made it 

widely available. 

• We have regard to the provision of 

services suitable for disabled children, 

when assessing the sufficiency and 

supply of childcare in their area. 

• We are working together with disabled 
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young people and adult service 

providers in our area to ensure a smooth 

transition to adult services for disabled 

young people preparing for adulthood. 
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8.2 Transition Action Plan 
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Key Objective  Who will lead this work  What are the priorities for the year  How will we know if we have made a 

difference  

Produce a Transition Policy which 

tells us about Leicester City priorities 

and the responsibilities of the 

organisations who help young 

people prepare for adulthood.  

Pat Taylor  Agree roles and responsibilities of:  

• Health Practitioners, including 

responsibilities for 100% 

continuing Health Care funding 

• Disabled Children’s Service  

• Adult Social Care Transitions 

Team  

• Connexions  

• Support Brokers   

All the agencies identified will outline their 

responsibilities and take ownership of 

them.  

 

Young People and their Parents/Carers will 

know what support they can expect from 

who.  

 

Young People and their Parents/Carers will 

tell us what’s working and not working for 

them.  

Continue to develop the Person 

Centred Review Programme to help 

schools introduce Person Centred 

approaches to Transition Planning in 

statutory annual reviews from Year 

9.    

Sarah Sutherington 

Pat Taylor  

Deliver a two day training course to 

interested schools, colleges and 

other support networks.  

Schools will change their style of delivery 

for statutory annual reviews from Year 9.  

 

Young People and their Parents/Carer will 

feel empowered by the process.  

 

More Holistic Transition Plans will be 

produced as an outcome based on the 4 

‘Getting a Life’ Pathways.  

 

 

 

Develop an Advocacy Service for 

young people preparing for 

Adulthood.    

Elaine Bellamy • Monitor current Mosaic contract 

and expected outcomes.  

 

• Work closely with Schools 

engaged in the programme to get 

their views on progress.  

Young People will be supported to say 

what is important to them in their Person 

Centred Transition reviews.  

 

Young People, Parents and Carers and 

Schools will value the service and have a 
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• Work with Schools to consider 

how advocacy support can be 

embedded in the curriculum.  

 

• Talk to all stakeholders about the 

future shape of Advocacy 

services.  

 

  

clear understanding of how it aims to 

support Young People to prepare for 

adulthood.  

Extend the Family Leadership 

Programme to reach a broader range 

of Parents and Carers.  

Family Leadership Project Team Evaluate the year one programme 

and consider how, what we have 

learned, will influence future 

programmes.  

 

Extend the programme to other 

schools.  

 

Promote the programme with all 

Parent/Carer support networks in 

the City.  

 

 

 

 

Parents/Carers will feel better prepared to 

support their young person to prepare for 

adulthood.  

 

Parents/Carers will understand the range 

of opportunities and who can support 

them with what.  

Develop and Information Strategy on 

‘Preparing for Adulthood’ for Young 

People, Parents and Carers, Schools 

and Colleges and other partners.  

Elaine Bellamy  

Steve Clayton  

Disabled Children’s Service 

Develop the ‘Preparing for 

Adulthood’ element of the Disabled 

Children’s Service website. Ensure 

that this work links with the ‘Local 

offer’ arrangements for young 

people aged 14 – 25 years. 

Develop a broader 

Information will be clear and accessible.  

 

Schools and Colleges will be better 

informed about Preparing for Adulthood 

developments.  

 

Enquires will be signposted to the 
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Information/Communication 

Strategy with Partners.  

Organise a one day event for 

Schools/Colleges on Preparing for 

Adulthood developments.  

Run a helpline for Young People, 

Parents/Carers and other 

organisations to signpost to 

appropriate support.   

service/support best placed to help them.  

To work together to ensure that 

young people can develop their 

independence skills and access 

supported living and housing 

options. 

 

To ensure that  Disabled Young 

People can access resources 

available to provide opportunities to 

experience daily living skills (with 

peers)  

 

To give Disabled Young People 

aged16+ an opportunity to have a 

sleepover at the flat.  

 

YMCA Flat Developments 

- Sandra Holyoake  

- Caroline Ryan (Lead 

Commissioner - Adult Social 

Care)     

Flat 108 YMCA and further accessible 

accommodation.  

 

To recruit a Support Development 

worker via YMCA (funded by RTC) to 

maximise the use of this resource 

across, Schools, Colleges and 

Universities.  

  

 

 

 

 

 

 

An end of year report on the effectiveness 

of this resource will tell us.  

 

To raise awareness of Assistive 

Technology and its use within the 

home to reduce risks and need for 

monitoring/supervision.  

 

To use assistive technology to 

support opportunities for Young 

 

Yasmin Surti  

 

Identify a cohort of interested 

Families/ Young People and Schools.  

 

Undertake an assessment then 

provide Assistive Technology that 

offers a solution (in part or in full) to 

meet needs.    

 

Monitor the use of/effectiveness of  

Assistive Technology.  

 

Produce an end of project report.  
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People to travel more 

independently.  

 

Work together to ensure that robust 

arrangements are in place to ensure 

that Disabled Children’s Team 

identify those Young People under 

the terms of  section 5/6 Disabled 

Persons Act and refer Young People 

likely to need a Community Care 

Assessment to the Adult Social Care 

Transitions Team 

Jo Bemberger 

Disabled Children’s Service  

 

Stef Clarke  

Adult Social Care Transition Team   

 

Nick Turner  

Service Manager  

Special Education Service.  

Make sure that revised procedure is 

understood by schools and 

arrangements in place to ensure 

those Young People educated ‘out’ 

of city are identified.  

 

Eligibility criteria for Adult Social 

Care clearly stated and understood.   

 

 

 

 

 

 

 

 

Schools will identify all relevant Young 

People  

 

Disabled Children’s Team will advise the 

Transition Team who they should consider 

for assessment.  

 

Eligibility criteria for Adult Social Care will 

be understood by Parents/Carers.   

Agree arrangements to introduce 

Support Planning into the final year 

of Person Centred Transition 

Planning 

Stef Clarke  

Pat Taylor  

Yasmin Surti  

To work towards Community Care 

assessments being completed in the 

penultimate year before Young 

People leave school.  

 

To invite Support Brokers to final 

year Person Centred Review.  

Young people and their Parents/Carers will 

understand the Support Planning process.  

 

Community Care Assessments and RAS will 

be completed before the Young Persons 

year 14 review.  

 

Support plans will be in place before Young 

People leave School.  

Extend the work related learning 

programme piloted at West Gate 

School to other special Schools in the 

City.  

 

Remploy and Justin Hammond Over Summer negotiate which 

schools will be involved and agree 

project plan with DFE  

Evaluation report of first year activities 

academic year September 2013 - July 

2014.  
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Lead Transition work stream of the 

Autism Pathway   

Jane Forte 

Pat Taylor   

Jane to become a permanent 

member of Transition Partnership.   

Jane to act as lead to feed 

developments/progress to Autism 

Strategic Planning Group and to act 

as link to raise relevant issues 

highlighted  by the Autism Strategic 

Planning group with the Transition 

Partnership. 

 

 

 

 

Here will clear channels of  

communication between the Autism 

Strategic Planning group and the 

Transition Partnership. 

 

The Transition Partnership will work with 

the Autism Strategic Planning group to 

ensure that key priorities are included in 

the Transition Partnership annual plan.  

Work with Senior Strategic leads in 

Children’s Services, Adult Services 

and Health Services to develop a 

multi- disciplinary Transition Team 

Sandra Holyoake  

Sarah Morris  

Examine models of multi-disciplinary 

working across the country.  

 

Define a model that could work for 

Leicester City with the engagement 

of Young People, Parents and Carers.  

 

Engage finance for costing’s 

purposes 

 

 

Submit proposal to appropriate 

Strategic groups.   

 

Develop 14-25 element of the single 

plan 

To develop systems and processes 

for the Integrated Assessment 

Pat Bullen   

Preparing for Adulthood working 

group to be set up. 
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process and Education Health and 

Care Plan which include a focus upon 

the 14 – 25 age range 

 

 

Work to include the integration of 

the four transition Pathways into the 

assessment process and the 

Education, Health and Care Plan.  

 

Develop systems to Aggregate Data 

to inform future commissioning 

Nick Turner/Andy Cox  

Steve Clayton/Elaine Bellamy  

Pat Taylor  

 

 

Initial phase of this work will be 

completed on behalf of the complex 

cases forum.  

 

Devise spread sheet of all Young 

People with statements of Special 

Educational needs.  

 

Agree arrangements for tracking 

Young People on an annual basis.      

This group of Young People will be known 

to future commissioners.  

 

Annual arrangements will be in place to 

track their support needs as they move to 

adulthood.  

 

Future commissioners will be informed in a 

timely way of Young People’s Support 

needs and aspirations.  

 

 

 

Develop links between the Short 

Breaks and Transition element of the 

Disabled Children’s Service   

 

 

 

Julie Kazakevics  

  

Elaine Bellamy  

Pat Taylor  

 

 

 

Short Breaks Service to contribute to 

Family Leadership Programme.   

 

Short Breaks Service/flexible support 

team to assist with any training 

opportunities for Young People.  

 

Short Breaks Service to offer work 

experience to Young People.  

 

 

 

Staff in the flexible support team will have 

a clear understanding and opportunities to 

develop Young People independence skills.  
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Key objective  Who will lead on the work Priorities for the year  How will we know we have made 

a difference  

Develop a culture change within 

health professionals that will 

embed the principles of person 

centred approaches 

Band 7 post holder 

 

 

 

 

 

 

 

 

 

  

Attend Person Centred Approaches 

Training 

 

Attend mentorship training 

 

Develop information roll out to health 

professionals detailing their roles and 

responsibilities for young people they 

work with who are preparing for 

adulthood. 

 

Identify key professionals at a 

strategic level to support the culture 

change.  

 

Attend team meetings  of health 

professionals to d 

 

Plan and deliver a FYPC Transitions 

event 

  

 

 

 

 

 

 

 

Develop clear guidance and 

information for transition in 

health for young people with 

complex health needs 

  

Band 7 Post 

Stef Clarke 

 

 

 

 

Map process in CYPS to Adult Health 

Including all roles and responsibilities 

of each agency involved including the 

completion of the DST 

 

 

The implementation of a 

“Continuing Health Care 

Protocol” with Adult Social Care 

Transitions Team that will be 

clear and transparent. 
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 Finalise the Health Action Plan 

documentation(HAP) 

Band 7 Post Bring together the work undertaken to 

date. 

Produce the HAP and roll out to health 

professionals 

All health professionals will have 

a clear understanding of their 

roles and responsibilities 

Represent health professionals 

Attend Person Centred Transition 

Reviews (PCR’s)  

Band 4 Posts Identify young people and the PCR 

dates 

Collate all health information and 

represent this at the meeting 

 

All young people from year 9 until 

they leave school have a health 

professional at their reviews 

Contribute to meeting the 

information needs of 

parent/carers 

Band 7 Contribute to the Family Leadership 

Programme 

Review and update current material 

used for next courses to start in 

September 2013 

Feedback from parent/carers 

Be part of Working Group on 

Short Breaks for young people 

with Learning 

Difficulties/Disabilities 

Band 7 Contribute to the developments of 

alternative short break provision 

 

Involvement in the wider 

Participation Agenda  

Band 7 Respond to requests for information 

either in person or by sourcing 

appropriate professionals for the Big 

Mouth and Parents Forums. 

 

Provide health advice to the TAP 

Panel 

Band 7 Advice on the health needs of 

referrals to the TAP Panel 

 

Where there are complex health 

Children and young people who 

have health needs are able to 

access short break activities 
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needs support FST Workers on home 

visits to gather health information. 

 

Compile an overview of health needs 

for young people to inform future 

commissioning 

  

Report to Governance meetings Band 7 Represent health at DCYPPB and 

Transition Partnership taking an 

integrated approach with Transition 

feedback 

Holistic approach in reporting on 

Transition 
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8.3 Disabled Children’s Register Form 

 

 

 

  

  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Leicester City Disabled Children’s Register 
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The Children Act (1989) requires all Children and Young People’s Services to keep a register of 

disabled children in their local areas.  The purpose of the register is to safeguard and promote the 

interests of disabled children and plan and improve services for them. 

 

In Leicester City, the Register is run jointly by Children and Young People’s Services and Leicester City 

NHS and is intended to include information about disabled children and young people and children 

and young people with additional/special needs. 

 

There is no duty on parents to agree to registration and services are not dependent upon it. 

However, registration can contribute positively to coherent planning of services and support for 

disabled children, those with additional or special needs and their parent/carers.  It will also help to 

target information better and explore the reasons why some services or support are not available. 

 

From the information gathered, reports will be shared with local service providers to help with 

planning and delivery of services.  The reports will be completely anonymous and no individual 

information will be shared with any agency. 

 

We would like to thank you for taking the time to complete this form and agreeing to your child’s 

name being included on the Leicester City Disabled Children’s Register. If you have any questions or 

require this form in another format please contact, 

 

 

Leicester City Disabled Children’s Register 

Barnes Heath House 

Barnes Heath Road 

Leicester. LE5 4LB 

Telephone: 0116 2946056 

Text: 0709 032 0322 

Email:  TAP@leicester.gov.uk  
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Do you have parental responsibility for this child or young person?  

 

Yes  No  

 

Please note that only those with parental responsibility can agree to a child’s name being included on 

the register. 

 

About the Child/Young Person   

 

Forename  

Surname  

Address 

 

 

Town  

County  

Post Code  

Gender  

Date of Birth  

Ethnicity  

Ward  

(The area in which you vote) 

 

Does the child have any 

brothers or sisters? 
Yes  No 

 

Are the brothers or sisters 

disabled? 
Yes  No 

 

 

 

 

 



 

148 
ASD JSpNA. Version 0.02.  

 

About the parent/carer 

 

Forename  

Surname  

Address  

Post Code  

Telephone   

Mobile  

Email  

Date of Birth  

Does parent/carer have a 

disability/additional needs? 

 

Relationship to child  

Are you Married  Divorced  Single  

In a Civil Partnership  Living with a Partner  

Is there another carer who could 

take care of the child in an 

emergency? 

 

 

Yes 

  

No 

 

 

Do you work? Self Yes  No  

Partner Yes  No  

If no would you like to? Self Yes  No  

Partner Yes  No  

 

What prevents you from Working? 
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Household Income 

What is your gross household annual 

income (before you pay tax or 

insurance)? 

 

Please 

Tick 

Do you receive any of the 

following benefits? 

 

 

 

Yes 

 

 

No 

Below £10,000 

 

 Disability Living Allowance 

(care) 

  

Between £10,000 - £15,000  Disability Living Allowance 

(mobility) 

 

  

Between £15,000 - £20,000 

 

 Carers Allowance 

 

  

Between £20,000 - £25,000  Family Tax Credits 

 

  

Over £25,000  Working Tax Credits 

 

  

  Job Seekers Allowance 

 

  

  Incapacity Benefit 

 

  

  Other (please state) 
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Child/Family Information 

 

Language spoken at home  

Child’s method of communication  

Does the child have a diagnosis?  

Yes 

  

No 

 Awaiting 

Diagnosis 

 

If yes what is it? 

 

 

In what ways is the child affected? (Please tick) 

 

Mobility  Eating/Feeding  

Speech and language  Use of Toilet  

Physical  Hearing  

Motor (hand) functions  Vision  

Learning difficulty  Communication  

Behavioural difficulty  Social and emotional life  

Mental Health  Consciousness  

Dressing and Bathing  Continence  

Other    

 

Approximately how much extra care or support does the child need everyday? This is over and above 

what would usually be provided for a non-disabled child of a similar age?  

(Please tick) 

0-5 hours  5-10 hours  

Over 10 hours  How much of this is during the night  
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Does the child use:  

 

Wheelchair  Walker/walking aids  

Customised Buggy   Hoist  

Standing aids  Changing table in bathroom/toilet/ bedroom  

 

 

 

Social Care Services 

Currently 

Receiving 

 

Would like to 

receive 

  

How  

Important 

1-5 

5 being most important 

 

Yes 

 

No 

Day Care     

Support in the home 

i.e. homecare/sitting service 

    

Family link short break     

Allocated Social Worker/Child Care 

Support Worker 

    

Counselling     

Sibling Support     

Residential Short Break     

Long term residential care     

Aids/adaptations     

Transport     

After School Activities     

Breakfast Clubs     

Homework club     

Summer schools / 

play schemes 
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Services 

 

Please tell us about any services you receive from or that are paid for by Children and Young People’s 

Services (you may know this as Social Services). 

Are there any other services you would like to tell us about? 

 

 

 

What is your overall level of satisfaction of the above services? 

Please rate between 1- 5 with 5 being the highest (please circle) 

 

 

1     2     3     4     5 

 

Activities/Short Breaks 

 

Does the child attend any out of school activities? Yes  No  

 

Please tell us about what activities your child attends/ would like to attend. 

 Currently attending Would like to attend 

 Yes No Yes No 

After School Club     

Arts & Crafts     

Clubs & Entertainment     

Dance     

Drama     

Play Schemes     

Sports     

Other Activities     
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What prevents this if no? (Please tick) 

Transport  

Money  

Trained/experienced Staff  

Support worker  

Not aware of activities  

Equipment  

Other – please tell us what it is 

 

 

Education Services 

 

Pre-School 

 

 

 

 

Does the child attend nursery school, playgroup or a childminder? (Please tick) 

 

Yes  No  

If yes is this is a specialist service? 

 

Yes  No  

If no would you like them to? 

 

Yes  No  
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What prevents this? (Please tick) 

Transport  

Money  

Trained/experienced staff  

Support worker  

Not aware of services  

Equipment  

Other – please tell us what it is 

 

 

 

 

 

Does the child receive any of the 

following educational services? 

Currently receiving 

 

Do you feel this service will be 

needed  

Yes No Yes No 

Educational Psychology     

Behaviour Support     

Visual Impairment Services     

Hearing Impairment Services     

Transport     

Autism Support     

Personal/Care Assistant     

Does the child attend school? (Please tick) 

 

Yes  No  

If Yes, name of school:  
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Early Support Service     

Does the child have a Statement of Special Educational Need? (Please tick) 

 

Yes  No  

 

Does the child have an Individual Education Plan? 

 

Yes  No  

 

Is the child on:  

 

School action  School action plus  Special needs register  

 

Further Education 

 

Does the child attend college? 

Yes  No  

If yes Name of the college 

  

 

 

If at college does the young person have an 

Educational Support Plan? 

Yes  No  

 

Are there any other services you would like to tell us about? 

 

 

 

What is your overall level of satisfaction of the above services?  
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Please rate between 1- 5 with 5 being the highest (please circle) 

 

1    2     3      4      5 

 

Health Services 

 

Does the child receive any of the 

following health services? 

Currently receiving Do you think your child needs 

this service? 

Yes No Yes No 

Children’s Community Nursing 

Service 

    

Occupational Therapy     

Physiotherapy     

Dietician     

Continence Management     

Palliative Care Service     

Specialist Health Visiting 

Service 

    

Hospice e.g. Rainbows     

Children and Adolescent Mental 
Health Service (CAMHS) i.e. 

    

Autism Spectrum Disorder     

Learning Disability     

Sleep Management     

Speech and Language Therapy     

Audiology     

Behaviour Management     
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Are there any other health services you would like to tell us about? 

 

 

 

 

 

 

 

 

What is your overall level of satisfaction of the above 

services? 

 

Please rate between 1- 5 with 5 being the highest (please 

circle) 

 

1     2       3     4     5 

 

 

Is there any other information that has not been included above that you would like to 

tell us about? 

 

 

 

 

Information 

 

Have you received the right information at the right time about your child/young 

person’s disability? 

 

 

Education Services Yes  No  

Children and Young Peoples Services Yes  No  

Health Services Yes  No  
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How much say do you think you have about 

services for disabled children and young 

people in the city? 
 

Please rate between 1- 5 with 5 being the highest (please 

circle) 

 

1     2     3     4     5 

 

 

 

I consent to the information in this form being held in a database 

for the Leicester City Disabled Children’s Register and the 

statistical information produced being shared with service 

providers.  

 

Please 
tick: (for 
verbal 
consent) 

 

 

 

 

 

Signed:                  ………………………………………………………………………….    

 

 

Print your Name:  …………………………………………………………………………. 

 

 

Date:                      …………………………………………………………………………. 
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8.4 SENCO online survey 
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Thank you for taking the time to complete this brief survey. Your responses are anonymous and any 

information you provide will be treated as confidential.  

We are interested in the support young people with a diagnosis of Autistic Spectrum Disorder (this 

includes Asperger Syndrome) get, particularly in relation to transition. By transition we mean the 

period when young people are preparing for adulthood which is normally defined as the period 

between the ages of 14 and 25 years of age. However for those working with younger children in the 

primary school setting or even younger, transition may relate more to preparedness to move onto 

the next stage of schooling - for example moving on to secondary school. 

1. What school setting/s do you currently work in? 

Pre-school/nursery - mainstream 

Pre-school/nursery - special 

Primary school - mainstream 

Primary school - special 

Secondary school - mainstream 

Secondary school - special 

Further education - mainstream 

Further education - special 

Other 

If other, please 

specify  

2. In your role, do you ever support children/young people who have a diagnosis of Autistic Spectrum 

Disorder (ASD)? 

Yes, and all of these have a statement of special educational need 

Yes, and some of these have a statement of special educational need 

Yes, and none of these have a statement of special educational need 

No (If no then please continue to the final question) 

Not sure 

3. Thinking about children/young people you have worked with who have ASD and who DO have a 

statement of special educational need, how would you rate the support the young people and their 

families receive from the following agencies/professionals: 
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 Excellent Good Satisfactory Poor Very poor 

Don't 

know/no 

experience 

Not 

applicable 

Primary health care 

services (for 

example General 

Practice) 

� � � � � � � 

Secondary health 

care services (for 

example hospital 

inpatient care) 

� � � � � � � 

Mental health 

services (for 

example CAMHS) 

� � � � � � � 

Children's social 

care 

� � � � � � � 

Adult social care � � � � � � � 

Connexions � � � � � � � 

If you have answered 'poor' or 'very poor' in relation to any of the agencies/professionals above, 

please provide more 

information  

 

 

 

 

 

 

 

 

4. Thinking about children/young people you have worked with who have ASD and who DO NOT 

have a statement of special educational need, how would you rate the support the young people and 

their families receive from the following agencies/professionals: 
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 Excellent Good Satisfactory Poor Very poor 

Don't 

know/no 

experience 

Not 

applicable 

Primary health care 

services (for 

example General 

Practice) 

� � � � � � � 

Secondary health 

care services (for 

example hospital 

inpatient care) 

� � � � � � � 

Mental health 

services (for 

example CAMHS) 

� � � � � � � 

Children's social 

care 

� � � � � � � 

Adult social care � � � � � � � 

Connexions � � � � � � � 

If you have answered 'poor' or 'very poor' in relation to any of the agencies/professionals above, 

please provide more information 

 

 

 

 

 

 

 

 

 

5. Overall, do you think that current transition planning for children with a diagnosis of Autistic 

Spectrum Disorder who DO have a statement of special educational need is adequate? 
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Yes 

No 

Not Sure 

Not applicable/No experience 

If 'no' or 'not sure', please provide more information 

 

6. Overall, do you think that current transition planning for children with a diagnosis of Autistic 

Spectrum Disorder who DO NOT have a statement of special educational need is adequate? 

Yes 

No 

Not Sure 

Not applicable/no experience 

If 'no' or 'not sure', please provide more information 

 

7. Are there any issues you would like to raise in relation to transition planning for young people with 

a diagnosis of Autistic Spectrum Disorder? 

Yes 

No 

If 'yes' please give your response below 
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8.5 Parent online survey 
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Thank you for taking a few minutes to complete this short and anonymous survey. We are asking 

about your experiences of the transition process, which is the period from age 14 when your child 

starts to make plans and decisions about their future as they move into adulthood. The information 

you provide will be used to inform a piece of work that is being led by Leicester City Council around 

the transition process and how this might be improved.  

If you would like to talk to someone about this piece of work or would like to share your experiences 

in more detail, then please contact Jane Bethea either by email (jane.bethea@leicester.gov.uk) or by 

telephone on 0116 2528362. 

Many thanks for your help. 

 

1. Where do you currently live? 

Leicester City 

Leicestershire County 

Somewhere else 

 

2. Which of these best describes you? 

I have a child who is under 14 and so hasn't started to go through the transition process yet 

My child is currently going through transition now 

My child has gone through the transition process 

None of the above 

If none of the above, please describe your situation 

 

 

3. Does or did your child have a statement of special educational need? 

Yes 

No 

Not sure 

4. What type of school did or does your child attend? 
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Mainstream school 

Special school 

Independent mainstream school 

Independent special school 

Other 

If other, please type your answer 

 

5. Overall, how satisfied are you with the information you have received about the transition 

process? 

Very satisfied 

Satisfied 

Not very satisfied 

Not at all satisfied 

I have not received any information about transition 

If not satisfied or not at all satisfied, please provide more information below 

 

 

6. Overall, how would you describe your experience of the transition process? 

Excellent 

Good 

Satisfactory 

Poor 

Very poor 

My child has not yet started going through transition 
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If poor or very poor, please provide more information 

 

7. Have you had any concerns about: 

 No concerns Quite concerned Very concerned Not applicable 

My child leaving 

school 
� 

� � � 

My child leaving 

college 

� � � � 

My child being able 

to find employment 

� � � � 

My child being able 

to find suitable 

accommodation 

when/if they leave 

home 

� � � � 

My child being able 

to access 

appropriate social 

activities 

� � � � 

My child moving 

from child to adult 

health services 

� � � � 

My child moving 

from child to adult 

social care services 

� � � � 

 

 

8. If your child has left school or is about to leave school, how would you describe the transition 

process in that final year of schooling? 

Excellent 

Good 
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Satisfactory 

Poor 

Very Poor 

Not applicable 

If poor or very poor, please provide more information 

 

 

9. Do you think the transition process locally could be improved? 

Yes 

No 

Not sure 

If yes, how could the process be improved? 

 

 

10. Do you have any comments or concerns about the transition process that you would like to 

share? 

Yes 

No 

If yes, please give your comments or concerns below 
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8.6 List of supported living and housing providers 
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Name of provider 

Affinity Trust 

Community Integrated Care 

Advance Housing & Support Ltd 

Sevacare (UK) Ltd 

City  County Care Services Ltd trading as 

Carewatch Leicester 

LHA Support Services Ltd 

Accredo Support & Development Ltd 

Lifeways Community Care Ltd 

Care UK Learning Disabilities Services Ltd 

MacIntyre Care 

Creative Support Ltd 

Royal Mencap Society 

Sterling Homecare Ltd 

Dimensions UK Ltd 

Allied Healthcare Group Ltd 

United Response 

Thera Trust East Midlands 

Aspirations Care 

Skills for Living Leicestershire Ltd 

Linkage Community Trust Ltd 

Turning Point Services Ltd 

Future Home Care Ltd 

Pathfinders Community Support Ltd 

Royal Leicestershire, Rutland and Wycliffe 

Society for the Blind (Vista) – Does not 

include Asperger’s Syndrome 

Craegmoor Supporting You Ltd 

Advance Housing & Support Ltd 

Private Home Care UK Ltd 

Pathfinders Community Support Ltd 

CareTech Community Services Limited 

Community Integrated Care 

Future Home Care Ltd 

Mosaic: shaping disability services 

Prime Life Limited 

Scope 

 


