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Devised by Edana Minghella & Rich Watts at the National Development Team for 

Inclusion (NDTi) in collaboration with people living with autism, family carers and multi-
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Forewords 

 

Councillor Bradwell – Executive Councillor for Adult Care, Health 
Services and Children's Services 
 

We have an ambitious vision for Lincolnshire, which includes expanding on the national 
vision, to help people with autism fulfil their potential and lead fulfilling and rewarding lives. 
We want to build on our understanding of our communities and services to deliver the best 
possible experience for people living with autism. 
 
We recognise that transition into adult services is often a very difficult time for those with 
an autism spectrum disorder. It is critical that improvements are made to enable a more 
seamless service, so that children and young people feel sufficiently supported as they 
progress through the life journey into adulthood and have continuing opportunities to 
access support if they need it, depend on mainstream public services to treat them fairly as 
individuals and help make the most of their talents. With this in mind we took the decision 
to develop an all-age autism strategy and we welcome as many public services, partner 
organisations and members of the community as possible to be involved in the delivery of 
the action plan. 
 

Councillor Patricia Bradwell 
 
 

Allan Kitt – Chief Officer, South West Lincolnshire CCG 
 

One of the key achievements in the development of Lincolnshire’s all-age autism strategy is 
the joined up approach to its development, which has included people with lived 
experience, carers, local authority, clinical commissioning groups and service providers. 
Autism can have an impact on so many areas of an individual’s life that we needed to make 
sure the strategy reflected this. 
 
As Lincolnshire moves towards a neighbourhood teams model through the Lincolnshire 
Health and Care Programme, a strategy with joint working and improving access to services 
at its core could not be more timely.  
 
I look forward to the developments the strategy will bring, which will include the 
introduction of autism champions within all of our commissioned services, coproduced 
training packages and a strengthened Autism Partnership Board. 
 

Allan Kitt 
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Sharon Jeffreys - Chair of the Lincolnshire Autism Partnership Board 
 

As the newly appointed Chair of the Lincolnshire Autism Partnership Board I am both proud 
and excited by the proposed changes afoot within the Lincolnshire all-age autism strategy.  
The nature of an autism spectrum disorder is that everyone with a lived experience of it will 
experience their autism differently. We know that having autism can often be stressful and 
does in fact increase the likelihood of having mental health problems. However, we also 
know that some of the key aspects to having autism are extremely positive. 
 
This means that the services and facilities throughout Lincolnshire need to have not only a 
good understanding of autism spectrum disorders, a flexible approach to making themselves 
accessible but also to be able to see the full potential and strengths that having autism can 
bring. 
 
This strategy and the developments within the Autism Partnership Board will be 
instrumental in increasing and embedding a wider understanding of living with an autism 
spectrum disorder, including Asperger’s, and I give my personal commitment to doing all 
that I can to champion the rights of individuals with an autism spectrum disorder to access 
services with reasonable adjustments as required. 
 

Sharon Jeffreys 
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1. Introduction 
 

Fulfilling and rewarding lives, the Government's strategy for adults with autism in England, was 

published in 2010 with the following key aims; 

 To help adults with autism to access the services they need easily and free of discrimination 

 To improve diagnosis 

 To increase awareness of autism across health, care and community services 
 

Autism is a lifelong condition which can be very disabling. It is a spectrum disorder. This is because 

everyone that has autism experiences it differently and is affected in different ways. There are some 

things that all people who have an autism spectrum disorder will have difficulties with. These 

include: 

- Social Communication 
- Social Interaction 
- Social Imagination  

 

People with an autism spectrum disorder often experience sensory difficulties such as over- or 

under-sensitivity to sounds, touch, tastes, smells, light or colours. It is also more likely that people 

who have an autism spectrum disorder will experience higher levels of stress than someone who 

does not have an autism spectrum disorder. This makes mental health problems more likely. 

Many people with an autism spectrum disorder are able to live independent lives. Others may need 

some support or to access services to achieve their full potential. It is common to have 

accompanying learning disabilities and whilst with reasonable adjustments many people can access 

mainstream services, some people will require specialist support. 

A study cited by the National Autistic Society suggests there are over 700,000 people in the UK with 

autism – more than 1 in 100 individuals. In 2011, the Office for National Statistics estimated there 

were at least 623,000 people with autism living in the UK, many of whom will require access to 

mental health, learning disability and social care services at some point in their lives. 

In response to the national strategy, along with the recent refresh, Think Autism, published in 2014, 

and taking into account the key findings from the National Autistic Society (2014) Independent 

review of services for Children and Young People with Autism in Lincolnshire, the decision was made 

to establish an All-Age Autism Strategy. This Strategy covers children, young people and adults living 

with autism in Lincolnshire (including those placed out of county) and their families/carers. 

This strategy also applies to people who have autism alongside other conditions, for example a 

learning disability and/or mental health problem. The aims of this Strategy are: 
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• To share an ambitious model for promoting and enabling the best care, support, enablement 

and social inclusion of people with autism of all ages and their families / carers in 

Lincolnshire 

• To inspire commissioners and providers in the local authority, health and non-statutory 

sectors to commission and deliver a better future for local people living with autism 

• To ensure Lincolnshire reflects national policy and adheres to current legislation 

• To ensure Lincolnshire uses resources efficiently and effectively 

 

 

2. Local challenges 

 

It is estimated that nearly 6,000 people in Lincolnshire have an autism spectrum disorder, a figure 

which is predicted to increase. By including people such as family members, carers, friends, 

professionals in health, social care and education, and other members of the community, the 

numbers affected by an autism spectrum disorder are much greater. 

Determining the exact number of people living with an autism spectrum disorder in the county is 

extremely difficult, as very little data is available. A key issue is the gap in terms of estimated 

numbers of people with autism and the capacity of the NHS to offer diagnosis. It is estimated that 

around 50% of people with autism do not have a learning disability and many of these are at present 

unknown to the NHS or to the local authority. It is also recognised that there may be many people 

who are not disabled by their traits of autism spectrum disorder and so would not benefit from a 

diagnosis. 

Until adequate data sets are developed, the Department of Health national prevalence study, 

published by the Projecting Adult Needs and Service Information Systems (PANSI), offers the most 

comprehensive guide to potential numbers. The total projected number of people in Lincolnshire 

with an autistic spectrum disorder aged 18-64, with equivalent data for England, published by PANSI 

shows the following: 

Year 2012 2014 2016 2018 2020 

Projected 
number  
18-64 in 
Lincolnshire  

4,191 4,237 4,288 4,343 4,381 

Projected  
number  
18-64 in 
England  

330,100 333,209 336,987 340,327 342,917 

Source: Projecting Adult Needs and Service Information Systems (PANSI), 2013  
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In terms of those under 18 years of age, it is projected that there are 1737 living with an autism 

spectrum disorder. This is based on the national research indicating that 1.1% of the UK population 

has an autism spectrum disorder and applies this prevalence rate to the population of Lincolnshire 

using data from the Office for National Statistics population estimates for mid-2013. 

 

3. The journey for Lincolnshire so far 

 

The Lincolnshire Autism Partnership was formed in 2010, following the publication of the national 

strategy, Fulfilling and rewarding lives. It was set up to advise on all aspects of implementation 

associated with national and local autism policy and is made up of people with autism, carers, 

representatives of community and voluntary groups and professionals from the statutory sectors.  

On 17 February 2012, Lincolnshire County Council and NHS Lincolnshire gave approval for the 

development of a countywide strategy for adults with autism. 

Engagement with individuals who have lived experience and those who have accessed services is key 

to a successful strategy. The first stage in this was a 3-month public consultation, which was 

conducted at the beginning of 2013. Having comprehensively evaluated all of the feedback from the 

consultation a number of key themes arose. One area which received repeated discussion and focus 

was the transition from children's to adults' services. We recognise that transition is often a very 

difficult time for individuals with an autism spectrum disorder and as such it is critical that 

improvements are made to enable a more seamless service so that individuals feel sufficiently 

supported through the transition from children and young people to adult services. 

In 2014 an independent review of the services in Lincolnshire for individuals with autism was jointly 

commissioned by the Lincolnshire Safeguarding Children’s Board (LSCB) and the Children’s Services 

directorate management team. The aim of this review, which was undertaken by the National 

Autistic Society, was to review the way in which agencies in Lincolnshire respond to children and 

young people who have autism. This review included a wide range on consultation with services, 

individuals with lived experience and carers, the recommendations from the review have been 

incorporated within the action plan section of this strategy.  

With this is mind Lincolnshire took the proactive decision to develop an all-age autism strategy. The 

introduction of the Children and Families Act (2014) highlights the need to consider the difficulty 

transition causes, as the legislation includes support for children and young people with special 

education needs up to the age of 25. We know that it is important for transition for children and 

young people with complex needs to be individualised, and that increasing awareness and 

knowledge of autism will help ensure that all services know this to be the case. 

A Head of Commissioning for Autism has been appointed within Lincolnshire. Sharon Jeffreys, who 

has recently commenced in post, is an autism diagnostic practitioner who previously worked as a 

Nurse Consultant specialising in autism within both mental health and learning disability service 

provision.  
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A further engagement process commenced in 2014 conducted by the National Development Team 

for Inclusion (NDTi), which additionally incorporated themes and key stakeholders representing 

children and young people, as well as adults. This included two engagement events (held in 

Grantham and Lincoln) for people with lived experience of autism, family carers and multi-agency 

stakeholders. Specific engagement was targeted with Health Leads from each of the four CCG's 

within Lincolnshire and with officers from Children's Services at Lincolnshire County Council. 

The key themes and findings from the Independent review of services for Children and Young People 

with Autism in Lincolnshire, which include a breadth of engagement, have also been incorporated 

within the vision and development of the strategy.  Additionally, an Autism Strategy Involvement 

Group was established consisting of a variety of people with lived experience of autism or a family 

member of someone with autism. This strategy has, therefore, been devised in collaboration with a 

host of key stakeholders. 

 

Figure 1: Development of the Strategy 

 

 

 

 

 

A number of actions in response to the national strategy are already underway or have in fact 

already been implemented. Some of these are detailed below. These will be built upon further as 

the action plan for Lincolnshire's All-Age Autism Strategy is delivered. 
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What we have achieved so far and how it links to our key strategic programmes: 

What We Did Key Strategic Programme 
 

There are Annual Lincolnshire Conferences with a key focus on 
Autism. The engagement events highlighted these as a positive 
opportunity for parents, carers and professionals to learn together 
 

Awareness raising and training 

The Independent review of services for Children and Young People 
with Autism in Lincolnshire highlighted some teams and 
organisations whose work has been highly regarded within the 
engagement process. These include: 

- Early Support and Care Coordination 
- Pathfinder and Outreach Team (Social and Communication 

including Autism) 
- Parent Programmes 
- Action for Children Services (particularly their short breaks 

service) 
 

Service Provision 
Awareness raising and Training 

Children's Services Learning and Development Team are delivering 
the Cygnet training for practitioners, a two day course delivered 
four times a year 
 

Awareness raising and training 

Education Psychology Service and Health are delivering a two day 
generic autism course for parents/carers and practitioners, this 
has been delivered three times during 2014 
 

Awareness raising and training 

Schools can access training through the educational psychology 
provision or pathfinder outreach team on request 
 

Awareness raising and training 

Some teams have commissioned their own one-off autism 
training, for example fostering, short breaks, public protection unit 
(police) 
 

Awareness raising and training 

GP's attended a regional training event in May 2012 aimed at 
improving access to primary health care services for adults with 
autism. Work is underway to incorporate autism into the 
monitoring of treatment and co-morbidity by GP practices 
 

Awareness raising and training 

Improved diagnostic services were piloted by Lincolnshire 
Partnership NHS Foundation Trust for an 18 month period to 
October 2013 
 

Service provision 

A 3-month public consultation was completed at the beginning of 
2013 to gain feedback from key stakeholders to help inform 
proposals for an Adults Autism Strategy for Lincolnshire 
 

Involvement and collaboration 
with people with lived 

experience and carers at every 
stage 

 

Lincolnshire County Council commissioned a series of awareness-
raising sessions for staff across health and social care and provides 
training and e-learning materials for partner agencies 

Awareness raising and training 
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Basic autism awareness is now part of mandatory training 
provided to mental health services 
 

Awareness raising and training 

Following an evaluation of the proposed Adults Autism Strategy, it 
was agreed that this would be adapted into an All-Age Autism 
Strategy and further engagement work has been conducted with 
key stakeholders during 2014 to help formulate the Strategy 

Involvement and collaboration 
with people with lived 

experience and carers at every 
stage 

 

A booklet of top tips for GPs  for diagnosing, supporting and 
meeting the needs of people on the autistic spectrum has been 
developed and distributed to GP surgeries throughout the county 
 

Awareness raising and training 

Autism has been specifically defined as a key element to the role 
of one of the heads of commissioning in Lincolnshire. The person 
appointed to this role has previously worked as an autism 
specialist practitioner and has lots of experience of developing 
services for and working with people who have an autism 
spectrum disorder. We feel that this demonstrates the seriousness 
with which autism has been prioritised in Lincolnshire 
 

Service provision 
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4. Our vision 
 

The national strategy for adults with autism, Fulfilling and rewarding lives, sets out the 

Government's overarching vision; 

‘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.’ 

We have an ambitious vision for Lincolnshire, which includes expanding on the national vision to 

achieve fulfilling and rewarding lives for people with autism of all ages. We want to build the 

capacity and understanding of our community and services to deliver the best possible experience 

for people living with autism and to enable them to fulfil their potential as local citizens.  

Our vision is for a strategic model that has the lives of people living with autism and their 

family/carers at its heart. It takes into account common life events and domains, and the life journey 

from cradle to the grave, providing a set of clear points of possible support and intervention to help 

prevent problems and damaging crises, or to reduce the impact of the crisis if it cannot be avoided. 

It is a model that recognises everyone's fundamental needs, rights and aspirations and features a 

number of critical building blocks, all underpinned by eight core principles, as shown in Figure 3: Our 

strategic principles. 

Figure 2: Our strategic model 
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The vision is as challenging as it is ambitious. It challenges us to work together in partnership with 

each other as commissioners and providers across a number of agencies in statutory and non-

statutory services, with people and their families living with autism and with our community at large.   

This strategy was developed through consultation, engagement and sharing ideas and experiences 

with key people in services and communities: commissioners and providers from health, social care, 

education, criminal justice, housing, employment and other care services in the statutory and 

voluntary sector. Most significantly, an Autism Strategy Involvement Group, composed of a wide 

variety of people with autism or with a family member with autism, was set up expressly to support 

the development of the strategy. 

5. Our strategic principles 
 

Eight strategic principles underpin the strategy and are critical to understanding it. These principles 

also operate as a template to help us implement our action plan. The principles are shown below. 

 

Each one of these principles has a critical significance in the development, implementation and 

evaluation of the strategy. However, it is acknowledged that reasonable adjustments will be key to 

making this meaningful. These are explored in more detail below. 

Strategic Principle 1: Equalities-based 
 People with autism have the same rights to access available services and opportunities as 

anyone else in the county 

 People with autism have the same rights as everyone else for housing, employment, 

education, training, money, meaningful activity, health and wellbeing and relationships 

Figure 3: Our strategic principles 
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 All citizens with autism, regardless of their ability or disability, age, gender ethnicity, 

sexuality, or faith are entitled to equal access to services 

Strategic Principle 2: Reflects parity of esteem 
 People with autism and their families have access to services to enable both physical and 

mental wellbeing 

 If people with autism become unwell their mental health problems and/or learning disability 

needs are treated on a par with physical health problems and needs 

Strategic Principle 3: Strengths-based 
 People with autism are citizens with qualities, strengths, gifts, skills and capabilities to offer 

to the community. 

 Service development, improvement, delivery and training will be enhanced and improved 

with the contributions of people living with autism. 

Strategic Principle 4: Person-centred 
 Our approach will be person-centred, both for people living with autism and for families  

 Everyone is unique; services will be tailored to need, preferences and aspirations and 

focused on person-centred outcomes 

 The autistic spectrum is itself diverse and there is a wide variety of issues, needs, 

capabilities, etc. within it 

 The person with autism has a right to their own voice, needs, wishes and preferences and 

with appropriate help to do so, if necessary, through access to advocacy for those that meet 

the respective eligibility criteria 

 Families’ and carers’ needs and aspirations must be taken into account 

 Families and carers are a valuable resource and support for people with autism 

 Families and carers should be seen as partners in the provision of care 

Strategic Principle 5: Proactive and preventive 
 The life course presents a natural and relatively predictable journey to enable key support to 

be provided in a timely and proactive manner, to anticipate difficulties, prevent crises and 

prevent issues early on leading to further problems later in life 

 Early intervention is essential, with or without a formal diagnosis 

 Services will be geared to understanding current needs, thinking ahead, anticipating change, 

and planning for the future 

Strategic Principle 6: Safe 
 Safeguarding children and adults who may be vulnerable is a priority in Lincolnshire 
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 This includes protecting people with autism and their carers within Lincolnshire or placed 

out of county 

 Children and young people with autism have the right to thrive in school and at home 

without fear of bullying 

 Community safety is a key issue for people living with autism 

 Safety and risks must be balanced against the desire for independence of each individual 

 Independent advocacy, including peer advocacy, is a key way of ensuring safety and support 

for people living with autism who meet the respective eligibility criteria to receive this 

service 

Strategic Principle 7: Local, mainstream and inclusive: 
 Services should be mainstream and local wherever possible 

 Specialist education support should be available to children and young people throughout 

their education, taking into account the particular requirements of young people living with 

autism (such as need for consistency) to enable them to thrive in and contribute to 

mainstream education where possible 

 Mainstream health services, including primary care, should be accessible to all, including 

those living with autism 

 Specialist health services should be available at times of greatest need, with a clear focus, 

remit and timescale 

 Specialist health and social care services, if needed, should be provided close to home where 

possible 

 Services need to ensure they make reasonable adjustments to enable people with autism to 

be heard, contribute and benefit from universal health, education and care services 

Strategic Principle 8: Ambitious but sustainable 
 Lincolnshire’s Strategy aims to embrace the vision within the national strategy but to go 

beyond it by providing fulfilling and rewarding lives for people with autism of all ages. We 

want Lincolnshire to be the best county in the country for people living with autism, who will 

have the opportunity to co-produce local policy and practice and be welcomed as active 

members of our community 

 We will make sure our approach to autism is forward thinking and sustainable and planned 

with forthcoming policy and legislation in mind 

 Sustainability includes embedding change through training and awareness raising, that will 

be co-produced and co-delivered by people living with autism 

 Sustainability also includes building on existing good practice and positive services and 

ensuring they are fit for the future 
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6. The life journey: a proactive approach 
 

A central part of our strategy is the concept of the life journey. Although everyone is an individual, 

there is some predictability to the life journey and the events that act as markers of change along 

the way.  

Taking a life journey approach allows us to anticipate possible hurdles, support families through 

potentially difficult periods, work proactively to prevent problems getting worse and becoming 

crises. Transitional moments identified in the life journey are opportunities to provide help and 

support and target resources to times that are likely to represent most need. 

Figure 4: The life journey with transitional moments 

 

 

 

Reflecting Think Autism, at the core of the strategy is the person with autism (and their family / 

carers) and their life journey, presenting windows of opportunity to provide the “right support at the 

right time”, proactively and preventively.  
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Figure 5: The Autism Journey 

 
 

As mentioned throughout the strategy, how an autism spectrum is experienced and impacts on an 

individual can be very varied. It is therefore really important that individuals can access the right 

support at the right time for them. This means that the autism journey runs alongside the life 

journey shown in figure 4 and can occur at any stage of the transitional moments described. 
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7. Existing service in place across Lincolnshire for Autism Spectrum 

Disorder 

One of the key messages from the engagement activity was that many individuals and their families 

had difficulty in accessing services. All services have a legal requirement to make reasonable 

adjustments for those who require it. This includes reasonable adjustments for individuals with an 

autism spectrum disorder. One of the aims of this strategy is to work towards services being easily 

accessible for people with an autism spectrum disorder. 

We want to work closely with primary care services including GP's and mainstream health services to 

promote accessibility for all and raise awareness of autism. We aim to ensure involvement from 

education within our action plan and to have representation from schools and colleges within the 

Autism Partnership Board. 

Mental health and learning disability services will need to ensure that they are making reasonable 

adjustments for people with autism. We recognise that this will only be possible if all services have 

autism on their agenda and if the awareness and profile of autism is high. One of the key roles of this 

strategy and the Autism Partnership Board will be to make sure all services are aware of their 

responsibilities around people with autism and ensure that the voice of those with lived experience 

is heard. 

The annual autism conferences were highlighted within engagement events as an opportunity for 

joint learning across those who access and provide services. Although, it was acknowledged that 

resources to enable to access this were sometimes difficult for some agencies. The Independent 

review of services for Children and Young People with Autism in Lincolnshire recommended an 

increase in events such as this. 

The local authority and Clinical Commissioning Groups in Lincolnshire are in the process of 

developing an 'Expert by Experience Practitioner' to lead by example and promote co-production at 

every stage of the commissioning cycle. If approved, this role will be instrumental in the promotion 

and awareness raising of the autism strategy and the delivery and monitoring of the action plan.  

The table in Appendix C details a selection of the current autism service provision in Lincolnshire 

across health, social care, provider and voluntary sectors. Please note that this is not a definitive list 

and is the starting point to maintaining a live document of service provision that is both accessible 

and meaningful for people with autism and their families.   
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8. Action plan and developing local offer 
 

The consultation and engagement process completed with people with lived experience of autism 

and other stakeholders has highlighted the key issues that form the basis of our Strategy.  Details of 

the aspirations identified by key stakeholders through this piece of work and the emerging themes 

are detailed in Appendix B. This has resulted in the development of building blocks for action, which 

incorporate all of these themes, many of which are overlapping and have things in common, and will 

inform how and what we deliver locally for our citizens living with autism. The approach is 

underpinned by our eight strategic principles. 

 

Figure 6: Building blocks for action 

 

 

We have translated our building blocks into a local offer and a clear action plan. The action plan 

incorporates four key strategic programmes to deliver the Autism Strategy, and has underpinning 

measurable objectives. It will be overseen by the Autism Partnership Board, which will take a 

leadership role and be accountable for the delivery of the plan.  
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 Page 20 of 46 

Figure 7: Our four key strategic programmes to deliver the Autism Strategy 

 

A key facet to the action plan for delivery of the strategy will be to establish working groups for each 

of these four strategic programmes to push the agenda forward in each specific area. An appropriate 

Lead for each programme will need to be assigned, along with key stakeholders who can provide the 

necessary skills and knowledge to help deliver the agreed actions. For each of the four working 

groups we will establish the following: 

 An agreed agenda and set of outcomes for each working group to be structured utilising the 
strategic model 

 Terms of Reference that will include the 8 strategic principles 

 Updates from each working group will be fed into the Autism Partnership Board, who will 
oversee progress and delivery of the overall Strategy and Action Plan  

 

Examples of what these four working groups will focus on are provided in more detail below. 

 

Awareness raising and training 
We will develop a tiered programme of awareness-raising and training that will be co-developed and 

co-delivered with people with lived experience of autism. Target audiences with clear learning 

outcomes will be identified. 

In line with Think Autism, awareness training will be offered beyond ‘services’ and extend into 

communities to build and strengthen community capacity to support people with autism. This will 

link in with our development of autism-friendly communities. Equality and diversity training will be 

integrated into our awareness and training programme. In line with the Independent review of 

services for Children and Young People with Autism in Lincolnshire we will ensure that this also 

includes awareness raising around the higher end of the autism spectrum (including Asperger’s 

Syndrome). 
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We propose to seek funding and/or sponsorship to develop community awareness training and 

provide support opportunities for the community, including employers, education, criminal justice 

system, clubs and cinemas and universal services, such as banks and public transport to help create 

autism friendly communities. 

  

Involvement and collaboration with people with lived experience and 

carers at every stage 
We propose to build on and strengthen the existing Autism Partnership Board. We aim to do this by: 

 Broadening the remit to include children and adults 

 Reviewing and widening the membership to include partners from children’s services, 

education, paediatric, GP's and other clinicians, criminal justice (including police and 

probation) and other relevant colleagues and ensuring there is senior representation 

regularly in attendance 

 Increasing membership of people with autism and inviting young people with autism to join 

the Board 

 Alternating the time and venue of the Board to give more opportunities for members to 

attend 

 Reviewing the terms of reference in order to focus the Autism Partnership Board on being 

accountable for delivering Lincolnshire’s Autism Strategy and its key programmes. 

We propose to ensure that people with lived experience and carers are involved at each stage of 

service development, delivery and review. This may include for example: 

- Recruitment 
- Training 
- Service delivery 
- Outcome measurement 
- Service user and carer feedback 

 

Data systems and information gathering 
We will develop improved data systems across health, mental health and social care to ensure we 

capture the right information to enable commissioners and providers to understand needs, service 

use and costs. 

We will establish a partnership between Public Health, social care, primary and secondary healthcare 

and local groups to develop better ways of recording and collecting data specified here. 

 

Service provision 
We will carry out a service review to identify strengths, gaps, overlaps and areas for development, 

looking at services for people with autism and for carers and families.  
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We anticipate that the service review will enable us to see the priorities for development of service 

provision, which is likely to include pathways for: 

- Diagnostic assessment 
- Post diagnostic support 
- Access to services when needed (such as health, social care, times of crisis) 
- Access to support for carers 
- Specific key areas such as sleep or sensory difficulties 
- Transition from children and young people to adult services 

 
We will develop a central information hub for people with autism to provide information and advice 

about autism and local service availability, in a variety of media and formats and co-produced with 

people living with autism.  

We recognise the geographical challenges in ensuring access to services for all who require them 

across Lincolnshire, and that pathways need to consider this challenge so that there is equity across 

the county. 
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9. Lincolnshire's All-Age Autism Strategy – Initial Action Plan 
 

Task 
 

Timescale Key Strategic Programme 

Establish working groups for each of the four key 
strategic programmes, to include the following; 

 Appoint a working group Lead 

 Appoint working group members with 
appropriate interest/skills/knowledge 

 Establish Terms of Reference 

 Each working group will draw up their own 
specific agenda and agreed outcomes 

 

April 2015 All 

Strengthen the Autism Partnership Board to ensure 
that it is fit for purpose in leading on and overseeing 
the implementation of Lincolnshire's All-Age Autism 
Strategy.  
 
This includes 

 Ensuring consistent representation from key 
stakeholders  

 Ensuring additional representation from 
schools and clinical services  

 A re-launch of the Autism Partnership Board 
to commence in 2015. This will aim to model 
coordinated working across services 

 

April 2015 Involvement and 
collaboration with people 
with lived experience and 

carers at every stage 
 

In line with 'Transforming Care' all people with autism 
admitted to hospital will have a review to assure that 
they need to be in hospital and that: 

 they are safe 

 their care needs are being met 

 future planning is in place 
 

April 2015 Service provision 

Undertake an autism awareness and training needs 
analysis to: 

 provide a baseline to monitor progress and 
development 

 strengthen training expectations and 
opportunities across health, social care and 
partner agencies 

 

July 2015 Awareness raising and 
training 

Provide basic autism awareness as part of mandatory 
training to mental health and physical health services. 
Develop a range of training opportunities that local 
employers can access or purchase for their workforce 
and to provide training materials for carers and other 
stakeholders. 

September 
2015 

Awareness raising and 
training 
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We aim to promote an autism-friendly society in 
which the community and all public services are 
inclusive of people with autism.  
 
This will include a review of all service specifications 
that we commission to ensure that they are fit for 
purpose for people with autism.  
 
This will enable us to identify further pathway 
development within all services as required. 
 

September 
2015 

Service provision 

Work towards the development of shared health, 
education and social care assessments and 
accompanying shared documentation in place for 
people with autism. 
 

March 2016 Service provision 

We will aim to agree mechanisms for pooled budgets 
for Specialist Adult Services to facilitate integrated 
health and social care for people with autism. 
 

March 2016 Service provision 

Pathways: 

 Introduce an efficient diagnostic and post 
diagnostic pathway for children and adults 

 Pathways to recognise that the earlier the 
diagnosis the better for the person  

 Pathway to be fast tracked for adults to avoid 
lengthy and costly processes and long waiting 
times  

 The pathway will be co-designed by a multi-
disciplinary team and people living with 
autism 

 

March 2016 Service provision 

Our ambition is to promote community networks and 
the wide range of support that people with lived 
experience and their carers can provide to each other. 
This is likely to be an outcome of the transformation 
of the Autism Partnership Board.  
 

March 2016 Service provision 

We will work with existing information sources to 
develop a local information hub where families and 
people with autism can access advice and information 
about autism and local autism services and other 
services that they may require. 
 

March 2016 Service provision 

Introduce autism champions within every local school 
who will work together with children and young 
people with autism and their families to: 

 create autism-friendly environments 

 tackle bullying 

 increase social inclusion 

 support and champion the talents and 

March 2016 Involvement and 
collaboration with people 
with lived experience and 

carers at every stage 
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contributions of people with autism  
 

Introduce autism champions within each 
Neighbourhood Team who will work together with 
people with autism and their families to: 

 create autism-friendly environments 

 tackle bullying 

 increase social inclusion  

 support and champion the talents and 
contributions of people with autism  

 

March 2016 Involvement and 
collaboration with people 
with lived experience and 

carers at every stage 

All the services that we commission will be expected 
to identify a local autism champion. 
 

March 2016 Involvement and 
collaboration with people 
with lived experience and 

carers at every stage 
 

Establish integrated information and intelligence 
across Adult and Children's Services enabling us to 
know and understand our local population and their 
care needs and pathways and local spend. 
 

March 2016 Data systems and 
information gathering 

Identify key partners within Public Health, social care, 
primary and secondary healthcare and local groups to 
develop better ways of recording and collecting data. 
 

March 2016 Data systems and 
information gathering 

Develop a range of measures which will enable us to 
evaluate the impact of our strategy for people living 
with autism in our communities. 
 

March 2016 All 

Ensure that mental health services are accessible to 
individuals with autism, where eligibility criteria is 
met and that reasonable adjustments are made to 
enable this. This will include clarifying eligibility 
criteria’s within mental health services and guidance 
for referrers so that individuals are not passed from 
service to service.   
 

March 2016 All 

Ensure that physical health services are accessible to 
individuals with autism, where eligibility criteria is 
met and that reasonable adjustments are made to 
enable this. This will include clarifying eligibility 
criteria’s within physical health services and guidance 
for referrers so that individuals are not passed from 
service to service. 
 

March 2016 All 

Review the current transitions pathway from children 
and young people to adult services to ensure 
reasonable adjustments and accessibility for people 
with autism, working collaboratively with Children's 
and Adults Services. 
  

March 2016 Service provision 
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Develop an ongoing local autism friendly community, 
demonstrated in a range of ways such as shops 
displaying autism friendly signs, autism friendly 
cinema screenings , local autism champions in key 
universal services (banks, libraries, CJS, police 
stations, public transport, taxi services, sports and 
leisure centres, district councils, primary care 
services). 
 

March 2018 
(We will 

report update 
on progress 

annually) 

Awareness raising and 
training 

The progress of the strategy and action plan will be 
reviewed annually by the Autism Partnership Board 
and updates made available to all relevant 
stakeholders. 
 

Annually All 
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Appendix A: Policy Drivers 
 

The following are the key, current national policy drivers that form the framework for autism in 

England. 

The National Autism Strategy Fulfilling and Rewarding Lives (2010) was refreshed in 2014 with the 

publication of Think Autism, and which will be supported by a Code of Practice, due to be published 

in early 2015. Both apply to adults with autism. 

Key actions and challenges from both include: 

 Increasing awareness and understanding in services and in the community 

 Developing timely diagnostic pathways 

 Increasing access to mainstream services 

 Building local capacity and capability 

 Improving access to work 

 Improving social inclusion 

 Listening to the views and aspirations of people living with autism. 
 

For children, a Multidisciplinary National Autism Plan was introduced in 2003 to improve 

assessment, diagnosis and interventions for children. 

The NICE guideline of 2013 focuses on developing early recognition, referral and diagnosis of 

children and young people, through a local pathway overseen by a multi-agency board. The 

guideline includes recommendations regarding, for example, data collection and audit of the autism 

pathway. 

There are two other significant national policy drivers that affect the lives of children and adults with 

autism: 

 The Children and Families Act (2014) introduces a system of support for children and young 
people with special educational needs from 0-25, focusing on outcomes, engagement and 
participation of parents and young people, joint commissioning, coordinated Education 
Health and Care (EHC) plans and personalisation 

 The Care Act (2014) includes Local Authorities’ duty to assess and address the needs of 
adults in need of care and support (including those transitioning from children’s services) 
and their carers, promote wellbeing and provide preventative support, integration with NHS 
and information. 
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Appendix B: Aspirations, Key Themes and Building Blocks for Action 

1. Person-centred aspirations 
 

Working from a person’s perspective rather than from a service’s perspective we co-devised person-

centred outcomes with people living with autism and their families, as well as practitioners. These 

outcomes are what people in Lincolnshire want their all-age autism strategy to achieve, and so are 

captured in the first person ‘I’ for the person with autism or a parent/carer. 

The person-centred outcomes are of two kinds: outcomes at key life stages during childhood and 

young adulthood, and then outcomes in key life areas when someone is an adult. 

Antenatal and birth 
 As a parent, my increased chances of having a child with additional needs (for example due 

to premature birth, low birth weight or having other children with additional needs) are 
recognised and supported by my antenatal team 

 As a new parent, I know that my midwife, health visitor and GP will be made aware of my 
increased chances of having a child with additional needs and know how to help prepare and 
support me and the family 
 

Birth to 5 years (examples) 

 As a parent, I am confident that my concerns about my child’s different development will be 
heard by my child health team 

 As a parent, I will get the support and parent training needed to help me recognise my 
child’s differences and cope with any unusual behaviours  

 As a parent I will get timely effective support to manage my child’s difficulties with basic 
needs, such as problems with sleeping, eating, and toileting, so that these are less likely to 
become long-standing problems that will affect future education and socialising 

  

The school years 
 I am confident that if my child is presenting traits of autism I will have the opportunity to 

access a timely full assessment and diagnostic pathway 

 With or without a diagnosis of autism I will have an education, health and care needs 
assessment and a care plan focused on outcomes that will take into account my views, 
interests and aspirations. This will be reviewed and change over time as I develop 

 I am confident that if my behaviour affects my ability to get the most out of school (e.g. not 
attending), this will be noticed early on and I will get timely support to get back on track to 
prevent problems escalating 

 I know I will get the right support with my education to support my learning and this will 
take into account some of the specific issues related to how my autism presents, such as an 
individual plan showing how I cope with change 

 I am confident that teachers and other staff, not just specialist SEND practitioners, have 
good awareness and understanding of autism 

 I am confident that I need not fear bullying at school. If I do experience bullying my teachers 
will provide me with the best possible support and prevent further bullying 
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 I have the opportunity for mixing with other children and young people outside of school 
and taking part in the same ordinary out of school activities that other young people enjoy 

 If I need extra help with my mental health needs I can get timely access to children’s and 
young people’s mental health services. These services will make reasonable adjustments to 
meet my needs and have knowledge and expertise in working with autism 

 As a parent I am confident that there are good channels of communication between the 
teachers and the family so that critical information about my child’s progress and school 
experience can be shared and that my input and needs as a carer are recognised 

 

At times of transition (for example, moving schools or moving onto college 

or sixth form) 
 I am informed about and have had the opportunity to discuss the educational choices 

available to me for college or further education 

 A transition plan is developed which reflects my individual needs. For example; I have had an 
opportunity to visit my preferred college and to familiarise myself with it, including the 
journey to it  

 As a parent I will be able to access a school for my child where teachers and other staff are 
aware of the differences in a child who may have autism and know how best to support the 
child’s learning, development and play 

 

Based on the engagement conducted, the following section details the outcomes people living with 

autism and their families want the strategy to support them to achieve across different aspects of 

their adult lives. 

Housing 
• I will have the opportunity to live and participate in my local community 

• If I need daily living support I know I will receive the support I need to enable me to live as 

independently as I can and wish to 

• If I live in the family home, I and my family are confident that if and when my parents or 

family are no longer able to support me, I will be able to access alternative options for 

supported accommodation close to home, depending on my needs 

Health and Wellbeing 
• I am confident of having the right type and level of support I need at the right time to 

promote and maintain my mental and physical health, wellbeing and safety 

• I am confident I have the same choices and opportunities to access mental and physical 

health and wellbeing services as the rest of the population and that having autism will not 

preclude me from accessing services, as reasonable adjustments will be made to reflect my 

individual needs 

• I am confident that any mental health or learning disability needs I have will be treated with 

parity of esteem with any physical health needs I may have 
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• I am confident that health professionals are aware of how I may experience pain and health 

problems because of my autism (for example I may find it difficult to recognize pain or to 

explain how I am feeling) and if necessary will put in place extra safeguards to ensure my 

wellbeing and that the way I experience pain and health problems is understood 

• I am confident health professionals will see beyond my autism to any other health 

conditions I may have, for example that health professionals are aware that my autism may 

mask health problems I am experiencing 

• I am aware that if I meet the eligibility criteria through a social care assessment I  have a 

right to access advocacy whenever I want it 

• I know how to get an eligibility assessment, which may provide opportunities for respite to 

enable us to maintain a health family life 

• I know where to get help and advice to enable me to go about my daily life and access 

services and opportunities 

Money 
• I have the same opportunities to earn money as everybody else 

• I am confident of being able to access the financial support and state benefits I am entitled 

to, to enable me to be as independent as possible 

• I am confident that if I need it, there will be support to help me manage my money and that 

if my financial affairs go awry because of my autism, there will be a safety net for me 

• I am protected from people or organisations who may wish to exploit my autism for their 

financial gain 

• As a parent, I know my son or daughter will be able to access financial support regardless of 

my own status 

Work 
• I can be confident that I will have a fair and equal opportunity to get and keep work 

• I can be confident that I will be paid the right level of money for my skills, commensurate 

with colleagues doing the same work 

• There is the right kind of support available for me to get and keep a job, including support 

for applications, interviews and when facing difficulties at work 

• I am confident that there is support available to me to manage discrimination  and bullying 

in the workplace 

• I am confident that there is support available for people who employ me or work with me 

• Employers and my colleagues are supported to understand that time is needed for me to 

meet expectations in the workplace 
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• Employers are supported to recognise that I could be the best person to employ for some 

types of jobs 

Education and Training 
• I will have a regularly updated health, education and care needs assessment, which will take 

into account my needs, abilities and aspirations 

• I am confident I will get the help and support I need to make the most of my school 

education 

• As I leave statutory education, I can be confident of getting the advice and support I need to 

enter further education or training depending on my needs and aspirations 

• I will get support to stay in further education or training to give me the best chances of 

employment afterwards 

• As a parent I will be able to access parenting skills courses to help me support my child, 

manage difficult behaviours and look after myself 

Relationships and Social Inclusion 
• I am confident that it is me who determines what I want to do, not someone else 

• I have as many opportunities to socialise as other people without autism, irrespective of 

where I live in the county 

• Social activities and opportunities available to me match my age and/or interests, and are 

not simply determined by my having autism 

• I know that if I need it, I will have support to access social situations 

• In social situations it is recognised that because of my autism, I may need space and time to 

reflect or do other things that make me feel more comfortable and enable me to enjoy and 

contribute more fully 

• I am confident that I can access support, such as buddy schemes, to help me make and 

sustain relationships 

• I am confident that I will be able to get help to extricate myself from relationships where I 

am at risk of being exploited or of inadvertently coming into contact with the Criminal 

Justice System 

• My value as a person is recognised by services who seek and support my involvement in co-

producing services, information and advice and training 

Throughout the life journey (examples of aspirations that should be 

available at any point) 
 As a parent or an individual wishing to access an assessment, I am confident that there is a 

clear, timely and effective pathway to being able to receive an assessment to consider a 
diagnosis of autism 
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 As a parent, carer or an individual with a diagnosis I am confident that post-diagnostic 
support is available. To help me understand the diagnosis and how the condition will affect 
me or the person I am caring for 

 As a parent/ carer I will be able to access education for my child (including nursery) where 
the staff are aware of the differences in a child who may have autism and know how best to 
support the child’s development 

 As an individual with an autism spectrum disorder, carer or parent, I know where to go to 
get information and advice about autism and local autism services for myself or my child



 

 Page 34 of 46 

2. Themes and building blocks for action 
 

Whilst producing this strategy, a number of themes emerged from our work with partners, 

colleagues and people with autism and their families. For example, it was clear that people wanted 

much more awareness and understanding about autism in the community at large and amongst 

professionals and services. This increased awareness and understanding would underpin many of 

the other themes identified, such as equality of access to services and opportunities, proactive 

interventions and social inclusion. More service-oriented themes included the need for a clear 

diagnostic pathway – and this was something both professionals and people living with autism called 

for.             

 

Some of these themes overlap with each other or have things in common with each other. As such, 

we have developed a number of building blocks for action, which need to be in place to turn this 

strategy into a reality. 

Figure 5: Themes arising from the person-centred outcomes that inform strategic actions needed 
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We discuss each of these building blocks below. Some work has already started for some of the 

building blocks, which we highlight below where it has happened. 

 

Creating autism-friendly communities 
“I want to be accepted as who I am within my local community. I want people and 

organisations in my community to have opportunities to raise their awareness and 

acceptance of autism” – Think Autism 

Communities need to be better informed and more aware, so that they can understand, support and 

appreciate the value of people with autistic spectrum disorders 

The community is defined as a geographical locality and the myriad of people who are linked to it 

through residence, work, business, education, training or regular visits. It includes within it 

‘communities of interest’ such as faith communities and people from diverse groups. 

Services within health and social care recognise the needs of people living with autism but we also 

recognise that it is in the wider community where people with autism live most of their lives. Our 

strategy therefore includes the whole community not just the parts of the community that identify 

as ‘services’. 

 

Information and data 
People with autism have been described as “some of the most excluded, and least visible, 

people in the UK” – Think Autism 

Information and data at the individual level  

Information about people living with autism is poor nationally; our position in Lincolnshire reflects 

that. Think Autism now requires local authorities to improve data collection. 

In Lincolnshire, Public Health data shows there were 11.54 children with autism as the primary 

statemented need per 1,000 pupils – higher than the national average. There are no figures available 

for adults with autism locally. Best estimates are 4,237 adults (18-64) in 2014 predicted to rise to 

4,343 by 2018. 

It is essential that we have more information about people with autism and their families, the care 

and services they access and their outcomes. We need more information on the needs of diverse 

groups of people with autism to ensure there is equality of access, experience and outcomes. We 

also need improved data to ascertain costs. Currently local spend on autism is impossible to quantify 

so we are unable to know whether we are using resources effectively and efficiently. 

Information and data at a service level 

An initial mapping of services for this strategy revealed that a range of services and opportunities are 

available for people with autism in Lincolnshire but: 

• There is a risk of fragmentation, lack of co-ordination, gaps and overlaps 
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• Many people, including other services, do not know what is available and there is no central 

service map 

• Many services – even those within the statutory sector – rely on passionate individuals and 

goodwill and are therefore unsustainable 

• Some services – especially those that are user-led – are run with little or even no funding 

• Services tend to be focused in Lincoln or Grantham and much of the rural part of the county 

is poorly served. 

Information about services, rights, resources and facilities is also needed by families and people 

living with autism to ensure they can access the services they need when they need them. 

 

Partnership and leadership 
We already have an Autism Partnership Board with a broad multi-agency membership, including 

some members living with autism, which provides us with a good foundation. However, it is limited 

in its population remit (adults only), focus, membership and authority, and we recognise that we 

need to develop the Board in these areas in order to ensure that we have the necessary strengths 

within the Partnership to achieve and build upon the vision and aims of the Strategy. 

There are also other local ‘partnership’ groups that have been established, for example led by 

Lincolnshire’s paediatric lead for autism, which we need to work in conjunction with, incorporate 

into the Partnership itself and ensure that we are not working towards any conflicting goals or 

causing confusion amongst people living with autism. 

 

Awareness and training 
The groundwork for developing this Strategy highlighted a strong need for increased awareness of 

autism and improved training to improve the skills of staff in mainstream services in recognising, 

supporting and caring for people with autism. 

A training group reports to the current Partnership Board and currently includes people with autism. 

The training group’s remit and objectives need to be broadened, strengthened and clarified to 

reflect this Strategy.  

 

Co-production 

“It is central... that all actions, nationally and locally, should be taken forward in a co-

productive way that involves and engages people with autism and their families and carers 

as partners, respecting the insight and expertise that their experience and lives bring” – Think 

Autism 

By co-production we mean working with people with autism as partners in: 
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 Their own care 

 Developing policy 

 Designing and delivering training 

 Designing and delivering services  

 Evaluating policy, training and services. 

There is evidence that engaging people as active participants in their own care and in service 

development can achieve a variety of benefits including improving care and experience, ensuring 

care systems are accountable and responsive and making better use of scarce resources. 

Lincolnshire has a strong presence of people living with autism influencing policy and developing 

service. People with autism and their families are keen to be further involved and this strategy 

reflects how we want and intend for people who are personally affected by autism to be involved. 
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Appendix C: Existing service in place across Lincolnshire for Autism Spectrum Disorder 

The table below details a selection of the current autism service provision in Lincolnshire across health, social care, provider and voluntary sectors. Please 

note that this is not a definitive list and is the starting point to maintaining a live document of service provision that is both accessible and meaningful for 

people with autism and their families.    

 
 
 
 
 

Service 

Do services have or provide the following types of skills/assistance? 

 
 

Diagnostic 
accredited 

practitioners 

 
 

Make 
reasonable 

adjustments 

 
 

Specialist care 
and 

interventions 

 
 

Staff receive 
specific training 

in ASD 

Social inclusion 
opportunities 

(housing, 
education, 

employment) 

 
 

Support for 
families and 

carers 

Green Light Team       
LD Health Liaison Nurses       
Inpatient Assessment Treatment Unit       
Locked Rehab       
Low Secure Rehab       
CAST (Community Assertive Support Team)       
CRHT (Crisis Resolution Home Treatment Team)       
CMHT (Community Mental Health Teams)       
IAPT (Improving Access to Psychological Therapies)       
CAMHS (Child & Adolescent Mental Health Services)       
Inpatient Team       
ESCO (Early Support and Care Coordination)       
Birth to Five Team       
TAC (Team Around the Child)       
Autism Pathfinder Outreach       
Autism Care       
Action for Children       
Adult ADHD Lincolnshire (ADHD & Autism)       
Boulevard Care       
CANadda       
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Service 

Do services have or provide the following types of skills/assistance? 

 
 

Diagnostic 
accredited 

practitioners 

 
 

Make 
reasonable 

adjustments 

 
 

Specialist care 
and 

interventions 

 
 

Staff receive 
specific training 

in ASD 

Social inclusion 
opportunities 

(housing, 
education, 

employment) 

 
 

Support for 
families and 

carers 

Dimensions       
GAIN (Grantham Autistic Information Network)       
HASS (Housing and Support Solutions)       

Heritage Care       
Home From Home Care       

Kisimul Group       

Lincolnshire Autistic Society       
Linkage Community Trust       
Mencap       

Navigation Support Care Services       
PAACT (Parents and Autistic Children Together)       
Thera Trust       
Voyage Care       
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Services currently available for young people and families: taken 

directly from the 2014 Independent review of services for children 

and young people with autism in Lincolnshire 
 
Education  
 
Schools – there was clear feedback from parent/carers and young people that Special provision was 
particularly good in meeting the needs of children with autism. However, there was a strong 
feedback that there was limited understanding of how to support children with autism in 
mainstream provision. The mainstream primary school that the review team met with demonstrated 
a good understanding of autism and a variety of support options.  
 
Colleges – the review team found evidence that the colleges had a clear provision of support in 
place, however, there were concerns raised by parent/carers about lack of real choice about which 
college young people would be able to attend due to Transport Policy stating that they had to access 
their closest college. There was a feeling that support was tailored to what was available locally.  
 
Pathfinder Outreach – the review team were given very positive feedback about the support in 
schools that was provided. The difficulties raised were regarding a limited amount of support going 
into Secondary provision. The Aim 4 Lincs Award that schools can work towards appeared to be 
excellent in terms of developing good autism practice.  
 
Education Psychology Service – the EP service appeared to work with the more complex children as 
well as providing a variety of parent support programmes to parent/carers.  
 
 
Children’s Services  
 
Birth to Five – the service provides a range of support for children and families, and works closely 
with transition into schools and with ESCO. They also provide parent support programmes to 
parent/carers. There was a feeling from some of the families that they were not receiving as much 
support as they would like.  
 
Children with Disabilities Team (CWD) – the support provided was tailored towards those children 
with complex needs, and Customer Services appear to have a good understanding of who to refer to 
them. They had clear review procedures in place for children. They have noticed an increase in 
referrals of young children with very complex needs, and expressed that issues around sleep and 
sensory processing differences are a big unmet need. There was a feeling that other teams don’t 
fully understand the parameters that the team works within regarding who they can support. They 
had many children with autism, even more so within the Occupational Therapy (OT) side. 
 
Targeted Team – they were spread across the Localities and each team had ‘champions’ for different 
aspects, including autism. They included Family Support Workers and Targeted Support Workers for 
the young person.  
 
FAST Team – the main entry point for Safeguarding concerns, their assessments would refer to any 
other appropriate services, including CWD or TAC, if need is indicated.  
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Team around the Child (TAC) – the team is currently being developed to enable them to provide 
support and guidance for other agencies to set up the first meeting and move on from there. They 
have recently had 600 professionals come on briefings about the new services and work closely with 
ESCO regarding which route a child/family should take, TAC or ESCO.  
 
Residential Services (Beacon) – has seven young people, all of whom have very complex needs. 
There were high levels of expertise within the Home, but there was a need for more complex 
Psychology input to be going in. There were concerns raised about the disability knowledge of Social 
Workers in the Looked after Children team, and a proposal has been made for children at Beacon to 
be managed within the CWD team.  
 
Residential Services (Short Breaks) – this was clearly a service that is highly in demand from families, 
and is able to provide a variety of respite options dependent on individual needs. They can provide 
emergency accommodation but this can result in cancellations for others. They had good 
relationships with Beacon, CWD, Schools and Families and a good understanding of autism.  
 
Residential Services (Mainstream & Secure) – both settings had some autism understanding, clear 
behaviour intervention strategies and individualised programmes of support.  
 
Families Working Together – as Lincolnshire’s response to the Troubled Families Programme, this 
came across as an innovative service which was extremely personalised to the young person and 
their family. They had several young people and parent/carers who have autism and/or ADHD, many 
of whom had not been able to access universal services.   
 
 
Health  
 
CAMHS – various tiers of support are offered by CAMHS. Children with autism, with or without the 
diagnosis come into the service frequently, although there were difficulties with accessing the 
service as discussed previously. They often get children with autism re-referred to them, particularly 
with difficulties with behaviour and sleep.  
 
Community Paediatrics – there was clear feedback that there are currently extremely high numbers 
of referrals for assessment for autism. The team was meeting parents who felt strongly that they 
needed the diagnosis in order to access any support. The team was experiencing a difference in 
numbers of referrals between the North and South of the County, with a higher number in the 
North. There were clear frustrations evident about the lack of appropriate services to refer children 
onto, particularly regarding those with mental health difficulties and behavioural challenges. This 
echoed the previous concerns raised by young people and parent/carers.  
 
There appeared to be a limited amount of staff for supporting with Community Nursing and 
Specialist Health Visitor support, and the support was not consistent across the county. There had 
been an increase in young children being referred; ‘challenging behaviour’, sleep difficulties, specific 
health needs and family support were often reasons for referrals. The OT service had found there 
was a high need for Sensory Integration Therapy, which they were currently unable to provide. 
Speech and Language Therapy see children with autism and have a good understanding of how to 
refer onto wider services.  
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Partner Agencies  
 
Action for Children – they provided a variety of services for young people; including domiciliary care 
in the home, short breaks through after school clubs, holiday clubs and youth clubs, and a buddying 
service. Approximately 60% of the children who access their short breaks services have autism. The 
review team had some very positive feedback about their services, although there was some 
frustration amongst the families that the short-term nature of the buddying service made it 
inaccessible for their child with autism.  
 
Police – the review team met with a representative from the Public Protection Unit who felt they 
came into contact with young people and their families in some capacity on a daily basis. Their 
officers had recently had training from Nigel Evans at Autism West Midlands; an ex-police officer 
who delivers autism training for the Criminal Justice System.   
 
Youth Offending Team – they take a person-centred approach to their work, supporting the young 
person and their parent/carers with identified behaviours alongside advice, support and signposting 
to other agencies. They have three Nurse Specialists from CAMHS who they will refer any young 
people who are in need of an assessment for autism.  
 
East Midlands Ambulance Service (EMAS) – they don’t keep any written records of patients, other 
than those which they pass to the Hospital. All crews have Communication Booklets for those with 
limited communication, and are trained to ask about any systems or care plans that are in place. 
They have the knowledge to make reasonable adjustment and would be interested in on-line 
training. In some situations, their system can ‘flag’ complex safeguarding issues or extreme medical 
needs, but this is only on a short term basis as it can impact on the speed of their information 
systems.  
 
Housing (Framework & LEAP) – it appeared that both organisations were coming into contact with 
young adults who were in real need of help as had no support. Both found there was no clear 
pathway of where to find additional support for those with autism, and a lack of early intervention 
may have resulted in some of the difficulties.  
 
 
Advice Services  
 
Many of the agencies discussed gave advice and signposting to parent/carers, some being a key part 
of their role, others something they did in addition.  
 
Parent Partnership Service (PPS) – have a high number of parent/carers of children with autism on 
their caseload, and the service plays a key role in giving independent advice regarding education. 
PPS did try to do ‘Drop-In’ clinics at one point. They are very aware of how geographical location of 
support services can put some people off attending. They had a group of parent volunteers trained 
previously in preparation for the new diagnostic pathway that had been suggested, although as they 
were never used, they are now not available.  
 
 
Parent Support Organisations  
 
There is a wide network of support organisations across the county for families to access, who 
provide a variety of options, ranging from informal meet-ups through to representations at strategic 
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planning meetings. The challenge of these groups is that they tended to be run by a small amount of 
dedicated volunteers.  
 
 
Parent Programmes  
 
It was evident that a great range of programmes were available for parent/carers across the county, 
and the feedback from those who had attended was generally extremely positive. Approximately 
half of the parents spoken to had been able to access Parent Programmes.  
 
It was very clear that there was a wide range of things on offer, and that the inclusion of the Autism 

Seminars for Families was a positive step in terms of supporting those who had missed out on 

EarlyBird or had done it several years previously. 
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Appendix D: Consultation Feedback  

The following information is taken directly from the 2014 Independent Review of Services for 

Children and Young People with Autism in Lincolnshire 

 
Feedback from young people with autism  

 
The review team spoke to four young people directly and received completed questionnaires from 
another three. The majority of who were attending different schools across the county. Two of the 
young people were also in part-time employment, in addition to being at school or college.  
 
Some of the young people gave positive feedback about liking specific subjects and teachers, and 
having the opportunity to see friends at school and some positive support from Teaching Assistants 
(TA’s), but the majority of the feedback regarding school was overwhelmingly negative. A key theme 
was the teachers not understanding them, not having the support they needed and issues around 
bullying.  
 
The issue of school staff not accepting the diagnosis, which was also raised by the parent/carers, was 
summed up by one young person;  
 
“I feel disrespected when people say ‘you’re not very autistic’ – it’s patronising”  
 
The review team had mixed feedback about their experiences of other Specialists, some had had 
positive experiences with Paediatricians and others felt unhappy about having to see a different 
person each time. It was noted that there were not good experiences with GPs, with limited 
understanding of the child and their autism a factor.  
 
The two young people who had part time employment were both working in the catering industry 
and saw this as a potential future career.   
 
 
Feedback from parents and/or carers 

 
The review team spoke to four parent/carers directly (only one Father was represented) and had 
completed questionnaires from another nine (completed in the main by the Mother). There was also 
liaison with representatives from different parent organisations which reflected similar points.  
 
Key themes from the parent/carers were limited understanding in schools, lack of information and 
support following a diagnosis and limitations in which services they are able to access.  
 
School – taking the parent/carers directly spoken to and the completed questionnaires together, 
there were eleven children in mainstream, three in special provision, and another one due to start 
school in September represented. The feedback from the three in special provision was very 
positive, particularly regarding support provided in school and wider support available including 
therapies.  
 
The feedback from those in mainstream provision was largely negative. Several comments about 
lack of support and limited understanding about autism; additional comments also made about not 
being able to access Statutory Assessments or Statements. There were strong feelings that the 
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schools did not understand their child’s needs, particularly if they weren’t demonstrating 
‘challenging behaviours’. One parent summed this up;  
“because he ‘conforms’, school don’t necessarily ‘see’ the internal anxieties, they come out at home”  
 
Diagnosis process – the feedback on the pathway to diagnosis was quite mixed. The more positive 
comments mentioned getting good support through the process from a SENCO, or getting a 
diagnosis at the appointment, or simply rated the experience as positive. The more negative 
comments, of which there were a higher amount, commented on long waiting times, traumatic, 
impersonal and insensitive responses and not child friendly. Key points that were raised from the 
majority of families were about the process being too long and frequent delays in receiving written 
reports.  
 

Wider support – a variety of different professional groups or services were mentioned when asked 

about wider support, including Action for Children, Parent Partnership Service, Education Psychology 

Service, Outreach, Education Welfare Officers, Community Health Services and CAMHS. Key points 

that were raised were about not being able to see the same person consistently and inability to 

access CAMHS. 

 

Consultation on the Draft Strategy 

In order to ensure that the proposed All-Age Autism Strategy for Lincolnshire reflected the views and 

opinions of stakeholders involved in the prior consultation and engagement activity, a further 

consultation process was undertaken from 12 November 2014 to 19 December 2014 to gather 

feedback and comment on the document. 

The draft strategy was circulated to all members of the Lincolnshire Autism Partnership, along with 

all individuals who had been involved in the engagement events held during 2014. Details were also 

issued to health and social care professionals and presentations on the draft strategy were made to 

a number of Boards, including the Lincolnshire Health and Wellbeing Board, each of the four 

Lincolnshire Clinical Commissioning Group Governing Bodies, the Children and Young People 

Strategic Partnership and the Lincolnshire Safeguarding Children Board amongst others.  

The draft strategy was promoted and made available through dedicated information webpages on 

the Lincolnshire County Council website, so that members of the public had access to it and were 

able to offer their thoughts via an online questionnaire. Hard copy paper versions of the 

questionnaire and an easy read version were also made available. 

Out of the 67 responses received through the questionnaire, there was 98.5% approval of the eight 

strategic principles proposed within the draft strategy and 100% approval of the building blocks for 

action. This provides a consensus of positive confirmation that stakeholder views have been 

accurately interpreted. 

Some of the key themes and comments arising from the consultation responses are detailed below: 

"Definitely a need for support and advocacy into adult services and further awareness for families as 

to how to access this support." 
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"Post 16 & post 18 transition is a massive gap. With the new bill it will be better in the future but it is 

the current group of 'able' functioning young people not in employment education or training needs 

to be addressed & their overall wellbeing & mental health." 

"Please do all these things - All will be amazing - incredible - and much appreciated." 

"There needs to be more events such as concerts for people with autism like the Autism Rocks by 

the NAS for example in London and more access to social inclusion in the community." 

"Our daughter was not listened to in the past and had a breakdown. It has taken several years to 

rebuild her confidence and she still has trouble trusting people. She actually cried when I read 

through these principles to her as she doesn't believe they will come true! So now it's up to you to 

make sure they do!!" 

"I feel there needs to be a focus also on people living with autism who also have a learning disability, 

where this additional disability impacts significantly on an individuals' ability to understand such 

principals, and how we can support them to participate in mainstream."  

"More services need to be put in place to meet the need of mental health issues of autism." 

"Please help with awareness, please work with employees, please help support transition." 

"Parents of autistic children and adults worry about the future and what will become of their child 

when they are no longer able to care for them - this client group need to be reassured by this 

strategy." 

 

"Peer groups should be educated about friends/family who have autism. There is still a lot of 

ignorance and fear of the unexpected as socially some autistic people do not present with usual 

behaviours." 

 

"Partnership from the county council across to and including NHS should be strengthened and 

developed." 

 

"There needs to be reflected in any services commissioned a recognition that Autism is a lifelong 

condition and support provided for people with Autism should be planned on a lifelong basis with 

smooth transition from child to adult." 

 

"Much more needs to be done. People are diagnosed and then totally unsupported further." 

 

"We acknowledge that this is start of long process and it will take time to get it right." 

 

"More in-depth professional training needed." 

 

"Better links need to be forged with housing associations/district councils/RSL's for minor and major 

adaptations." 

 

"Equity of provision across the county." 


