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Appendix 1: Summary of progress against 2007 Scrutiny recommendations

Introduction
The Children and Young People with Autism Task Group was established by the Children 
and Young People’s Scrutiny Advisory Board and May 2016.  

Scrutiny Management Board (SMB) agreed that the aims and objectives of this review 
would be:

To review current arrangements to support children and young people with a diagnosis of 
autism, as well as their families, and to review support for their transition to adulthood.

To see how well provision for autism relates to the National Autistic Society Accreditation 
Standards.

 To understand any issues faced pre-diagnosis, including wider awareness of      
autism among families and professionals.

 Access to assessment across different age ranges under 25.

 Understanding of post diagnostic support and uptake of services.

 To understand gaps and delays, as well as best practice in relation to all of the 
stages described above.

The Membership of the Task Group was: 
 Val Tarbitt (Chair), 
 Bill McEwan, 
 Jane Murphy, 
 Gillian Troughton, 
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 Mike Hawkins, 
 Duncan Fairbairn, 
 Neil Hughes, 
 Kevin Hamilton, 
 Henry Wormstrup
 Christine Bowditch.

The group benefitted from the fact that three Members are parents with direct experience 
of bringing up children with autism, and could feed their experience into the review.  

Officer support was provided by: Joel Rasbash and Linda Graham (Policy and Scrutiny 
Team), John Barrett (Children’s Services).

The following witnesses gave presentations:
 Marion Jones, Service Development Manager, Autism, Cumbria County Council;
 Anne Sheppard, Strategic Manager, Emotional Wellbeing and Mental Health, 

Cumbria County Council 
 Sheila Gregory, Senior Manager, Carlisle and Eden Mencap;
 Brian Eaton, Board of Governors James Rennie School, and Kris Williams, 

Headteacher, James Rennie School.

Individual members of the Task and Finish Group also took statements from the following 
people:

 Greg Everatt, Cumbria Clinical Commissioning Group;
 Caroline Pollard, Professional Lead Special Advisor Teacher Autism Spectrum 

Conditions;
 Two written submissions from parents with children with autism;
 Interview with a parent of a child with autism;
 Statement to Council by Cllr. Mike Hawkins April 2016;
 Personal statement by Cllr. Val Tarbitt.

The Chair of the Task Group would like to thank everyone who supported and gave 
evidence to this review.

Overview of Findings
Overall the Task Group felt that there was a mixed picture in relation to children and young 
people who are diagnosed with autism.  

There has been a sustained improvement in social awareness of autism, which makes it 
easier for families with autistic children than in the past. In terms of services there is 
clearly ample evidence of excellent practice from special schools to dentists to family 
support groups. Finally, it was clear that from the contributions of the Assistant Director for 
Early Help and Learning that there is strong leadership in place in terms of understanding 
autism, commitment to improving services and addressing commissioning issues in 
relation to transition from children’s to adults’ services.

In terms of the challenges Members were particularly concerned about the size of the 
waiting list for assessments. While they acknowledged this is a national issue, the 
performance in Cumbria was a concern with approximately 350 people waiting 
assessment through the Multi-Agency Assessment Team (MAAT). 
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Members were also concerned about the consistency of the educational and health offer, 
the post-diagnosis pathway, and whether specialist services had capacity to provide 
services to meet the level of demand.

Shortly after the completion of the Task and Finish Group a couple of developments have 
also been taken note of in the developing the recommendations.

On 2 October 2016, the Cumbria Partnership NHS Foundation Trust published an 
independent report by Dr Karen Horridge into support for autistic children in Cumbria and 
made a number of recommendations that reflects the concerns that parents in particular 
have been sharing with the Task and Finish Group:

 Co-design the autism pathway and process with parents.

 Develop plans to improve education and awareness of all services that come into contact 
with children and young people in Cumbria, including providing training to parents in 
promoting social communication and managing challenging behaviours.

 Agree an approach and develop plans to build multi-agency competency for all involved in 
the assessment, management and support of children and young people with autism 
spectrum conditions.

 Develop a robust mechanism for care planning and support for families at the point of 
diagnosis.

 Identify ways of strengthening partnership working with primary care to support those 
children and young people with autism spectrum conditions.1

In December 2016 Cabinet will be considering the Inclusive Cumbria Strategy. The 
strategy was developed with Cumbria Alliance of System Leaders and the principles were 
taken to Children and Young People’s Scrutiny Advisory Board, who noted the high 
numbers of autistic children who are receiving Educational Health Care Plans against the 
existing specialist provision.

The recommendations below reflect the nature of these challenges. 

Recommendations
Recommendation 1: The Task Group findings are reported to the Health and Well Being 
Board and assurances sought from partners about how the following issues of concern are 
being addressed in a co-ordinated way across agencies:

 Waiting times for assessment ;
 Engagement with families and addressing their concerns;
 Training and early awareness of autism across education and early years’ settings;
 Effectiveness of services commissioned by the NHS, and implementation of the 

recommendations of the report by Dr Karen Horridge that was commissioned by 
Cumbria Partnership Foundation Trust;

 CAMHS performance in relation to autism;
 Consistency of specialist service provision across Cumbria;

1 These recommendations have been taken directly from the CPFT press release: 
https://www.cumbriapartnership.nhs.uk/news/press-releases/improvements-identified-in-diagnosis-and-
management-of-children-with-autism
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 Post-assessment pathways;
 Support for people in transition to adulthood.

Rationale: Witness testimony overall suggested a mixed picture of service provision, and 
support, with particular concerns relating to health, education, support for the Third Sector 
and joining up of services pre and post diagnosis. 

To be actioned: Corporate Director Children and Families Services.

Recommendation 2: The Task Group findings are reported to CASL and assurances 
sought from relevant local authority teams and CASL about how the following issues are 
being addressed by schools, and in particular in relation to the implementation of the 
Inclusive Cumbria Strategy that will be taken to Cabinet in December 2016.

Members are specifically seeking assurances on:
 Effectiveness of provision for autistic pupils on an Education Health Care Plan;
 Application of National Curriculum Guidance and examples of mainstream schools 

supporting pupils who are diagnosed to maximise their communication and 
independence;

 Effectiveness of multi-discipline support to ensure that the cognitive and 
behavioural needs of children is in place;

 Whether there is leadership in place to ensure that there is a whole school 
approach to autism;

 Effective work between the school, families and the child, to keep the child in 
education and maximise their chances (including provision of information and 
support in relation to statementing).

Rationale: Witness testimony suggested that the provision of support for autistic pupils 
ranges considerably from excellent provision that has been accredited with the National 
Autistic Society Standard, to cases of where there is minimal awareness and support in 
place. The Council’s draft Inclusive Cumbria Strategy highlights the growing number of 
autistic children who are on an Educational and Health Care Plan and an increasing 
mismatch between need and provision, particularly relating to autism.

To be actioned: Assistant Director Early Help and Learning. 

Recommendation 3: Each Local Committee to receive a presentation from the SEND team 
that sets out the Council’s approach to inclusion, the profile of autistic children in their area 
along with any issues or barriers they or their families’ experience.

Rationale: Members heard evidence of the importance of raising general awareness in the 
community, particularly in relation to tackling Hate Crime, improving early diagnosis and 
reducing the day to day battles families’ experience. Members also heard evidence of the 
impact of small scale local activities, and the local parent and carer groups. 

To be actioned:  Area Managers working with the Chairs of Local Committee.

Recommendation 4: Consideration is given to the role the County Council can play in 
supporting people with autism to access employment and apprenticeship opportunities 
within the County Council.  
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Rationale: Gaining economic independence is a key aim for all young people as set out in 
the Cumbria Children and Young People’s Plan. Members heard testimony that more 
could be done to ensure young people on the autistic spectrum are given quality career 
advice and supported through existing mechanisms to maximise their chances of getting a 
job that is going to play to their strengths.

To be actioned: Assistant Director Business Services. 

Background and Context

General challenges for autistic people: People with autism face a number of challenges 
in society, and in the main this is down to the way in which their condition is understood 
and addressed by public institutions. The National Autistic Society carries out surveys of 
people with autism and have reported that:

 34% of children on the autistic spectrum say that the worst thing about being at 
school is being picked on;

 63% of children are not in the kind of school their parents believe would best 
support them; 

 17% of autistic children have been suspended from school;
 48% of these had been suspended three or more times; 
 4% had been expelled from one or more schools; 
 70% of autistic adults say that they are not getting the help they need from social 

services; 
 70% say that with more support they would feel less isolated, and at least one in 

three adults are experiencing severe mental health difficulties due to a lack of 
support;

 15% of  autistic adults are in full time paid employment; 
 10% of autistic adults receive employment support but only 53% say they want it.2

In 2016 the Children and Young People’s Scrutiny Advisory Board agreed to form a task 
and finish group to look into support and services for children and young people with 
autism in Cumbria. 

The review came about initially because Members had been receiving petitions from 
constituents who have children diagnosed with autism, who have struggled in relation to 
receiving a diagnosis and post-diagnostic support.

It was agreed by the Board that this required a broader look at the key issues in Cumbria 
relating to autism. This would include:

 Reviewing the outcomes from the previous Scrutiny Review into Autism in 2007, to 
see what had changed, and what still needed to be addressed;

 Understanding the key emotional issues faced by families and the support 
available;

 Understanding how health and education are providing support, and what areas of 
focus Members need to have in terms of provision.

2 http://www.autism.org.uk/about/what-is/myths-facts-stats.aspx

http://www.autism.org.uk/about/what-is/myths-facts-stats.aspx
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What is autism? The National Autistic Society (NAS) provides an extensive definition of 
autism which focuses on the condition and what it means for people who are diagnosed: 

‘Autism is a lifelong, developmental disability that affects how a person communicates with 
and relates to other people, and how they experience the world around them.

Autistic people see, hear and feel the world differently to other people. If you are autistic, 
you are autistic for life; autism is not an illness or disease and cannot be 'cured'. Often 
people feel being autistic is a fundamental aspect of their identity.

Autism is a spectrum condition. All autistic people share certain difficulties, but being 
autistic will affect them in different ways. Some autistic people also have learning 
disabilities, mental health issues or other conditions, meaning people need different levels 
of support. All people on the autism spectrum learn and develop. With the right sort of 
support, all can be helped to live a more fulfilling life of their own choosing.’3

How many people are diagnosed with autism? Latest prevalence studies of autism 
indicate that 1.1% of the population in the UK may have autism. This would mean 
that approximately 5,500 people in Cumbria may have autism of whom approximately 
1,150 are aged 0-19. 

The most recent population estimates of people diagnosed with autism dates to 2012.4

Under 18 18+ TOTAL

Allerdale 151 43 185

Copeland 147 20 167

Carlisle 96 41 137

Eden 63 17 80

Barrow 160 57 217

South Lakes 254 86 340

District not known 62 36 98

TOTAL 933 291 1224

The figures do not reflect the underlying population breakdown of Cumbria – with South 
Lakes having a disproportionate number of people diagnosed and Cumbria a 
correspondingly low proportion of people diagnosed. In part this reflected the accessibility 
of diagnostic assessments at the time. Since then the Multi-Agency Assessment Teams 
have been rolled out across the whole of Cumbria, and future population estimates should 
reflect better the breakdown of the population.

3 http://www.autism.org.uk/about/what-is.aspx

4 Information submitted by Marion Jones as part of her testimony.

http://www.autism.org.uk/about/what-is.aspx
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National and local Policy: Since 2009 there has been a continued government focus on 
autism as set out below.

Autism Act 2009: This is the first ever disability specific law, which put a duty on the 
Government to produce a strategy for adults with autism ‘Fulfilling and Rewarding Lives’, 
which was published in March 2010, followed by statutory guidance for local councils and 
local health bodies on implementing the adult autism strategy published in December 
2010.

2012 publication of NICE Guidelines on autism: recognition, referral, diagnosis and 
management of adults on the autism spectrum:  This guideline covers the care 
provided by primary, community, secondary, tertiary and other health and social care 
professionals who have direct contact with, and make decisions concerning the care of, 
adults with autism.

Strategy Review 2013: The Government asked for feedback from adults with autism, 
parents, carers and professionals, through a self-assessment framework, about how well 
the 2010 strategy had been implemented so far.

‘Think Autism’ 2014: This is a revision of the strategy for adults with autism was 
published in April 2014, followed by statutory guidance for local councils and local health 
bodies on implementing the adult autism strategy published in March 2015.

There have also been other more general legislation changes, most notably:
 Children and Families Act 2014;
 Special educational needs and disability (SEND) code of practice: 0 to 25 years 

(July 2014); 
 Care Act 2014.

In addition there is the Cumbria Transforming Care Programme which is changing how 
partners in Cumbria are delivering and commissioning services, so that more people with 
learning disabilities and/or autism, with behaviour that challenges – including those with a 
mental health condition – can live in the community, closer to home.

Autism Task and Finish Group 2007: In 2007 there was a task and finish group which 
looked into provision for autism in Cumbria. The group mainly focused on services for 
adults with autism. A table summarising progress against the recommendations has been 
included as an appendix. 

Inclusive Cumbria Strategy 2016 and Horridge Report 2016: These reports came out 
after the conclusion of the witness sessions for this Task and Finish Group, and have been 
included as they bring the local policy narrative on autism up to date. 

The Horridge Report was an independent piece of work commissioned by the Cumbria 
Partnership NHS Foundation Trust into the state of services across Cumbria for autistic 
children. The report looked at the views of parents, multi-agency working and areas for 
improvement. 

The Report highlighted the need to restore the confidence of families in services and 
paints a strong picture of the length of waiting times for assessment. The full 
recommendations of the report have been incorporated into Recommendation 1 of this 
report.

The Inclusive Cumbria Strategy is being developed currently and a draft version of the 
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principles of the strategy was taken to Children and Young People’s Scrutiny Advisory 
Board in October 2016. The information provided to scrutiny highlighted a significant rise 
in the numbers of autistic pupils who have an Education Health Care Plan, and the 
growing gap between specialist provision and need. The effective implementation of the 
Inclusive Cumbria Strategy has been incorporated into Recommendation 2 of this report.

Summary of Witness Statements
A witness session was held by the Task and Finish Group on 7 July, which concentrated on 
the viewpoints of service managers, third sector organisations representing families and 
children who have a diagnosis of autism, and schools with expertise in working with autistic 
children and young people.  

Witness 1: Marion Jones – Service Development Manager, Autism, 
Cumbria County Council

Marion Jones is responsible for service development in relation to autism and has been in 
post for over 12 years. Her work covers all ages, bridges children’s and adults’ provision and 
she works extensively with partners in health and the third sector. Marion gave evidence to 
the 2007 Autism Task and Finish Group and was able to update Members on progress 
against the earlier recommendations, which are included as an appendix. 

Diagnosis – There is a countywide diagnostic and assessment pathway. Diagnosis involves 
assessment by a multi-agency team that includes input from education and health. Referrals 
can be from schools, health or parents.  There is a waiting list for this assessment, and at 
any time there will be around 350 families awaiting diagnosis in Cumbria. This is the main 
concern relating to diagnosis.

Early diagnosis is a key issue as it is more difficult to detect early signs of autism in young 
children. People in early years’ settings, midwives, health visitors, children centres should 
have the skills to pick these up. There are similar issues in relation to awareness for 
supporting children and young people post-diagnosis.

In the last 15 months the Council’s capacity to deliver training has been reduced – i.e. not 
enough staff to deliver training across the county.  There is a view that there is insufficient 
training on autism and other high level conditions.  

This is not a mandatory requirement on services or contractors, however it is something the 
Council could review.

Post-diagnosis: Once a child has been diagnosed there is a range of training opportunities 
for families including ‘Early Bird’ in West Cumbria and ‘What Now?’ which is available. These 
courses are delivered by a variety of professionals such as speech and language therapists, 
community learning disability nurses and autism family support advisers.

There is also support available for families via Mencap and the Community Learning 
Disability Nursing Team. Educational and short breaks support varies across the county.
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Post-diagnosis areas that require improvement: The implementation of a post-diagnostic 
pathway would improve the experience of children and young people and their families. This 
should include – early intervention, direct support for families with a child with autism who 
does not also have a learning disability, support for children who have mental health needs, 
and support for siblings of children who are on the autism spectrum.

County Council Policy around education and autism – There is an Inclusive Cumbria 
policy, which is due to be renewed. This focuses on educational support for all kinds of 
disability including autism. One of the key challenges in delivering the policy is limited choice 
of schools for parents with autistic children. Sandside Lodge School and James Rennie 
School are established centres of excellence in supporting children with autism, however 
there are gaps in the south of Cumbria and funding challenges in providing a geographical 
spread of centres of excellence. There are also issues about some schools being 
oversubscribed, which is impacting on parental choice.

John Barrett advised that there are good examples of schools responding to having a child 
with autism, by ensuring all staff are trained in awareness and dealing with the condition. 
There are now different routes into teacher training, and more newly qualified teachers are 
getting additional training in special needs. So there should be an improvement in future 
years

Additional health concerns for people with autism - Marion reported that quality findings 
have been assessed recently by Ofsted, CQC and the JSNA.  Approx. 70% of people on the 
autistic spectrum have mental health issues and it can be difficult for them to access mental 
health services.5 Health inequalities can lead to a reduced life expectancy with the main 
reasons for early deaths being suicide and epilepsy.

Witness 2 – Anne Sheppard: Strategic Manager, Emotional 
Wellbeing and Mental Health, Cumbria County Council

General Health and wellbeing challenges– Everyday life for families with children and 
young people on the autistic spectrum is a battle that can result in higher instances of marital 
breakdown and mental health issues. Figures show 40% of people on the spectrum at any 
one time will be suffering an anxiety disorder of some kind. In the general population this 
figure is 15%, which shows a marked gap in levels of anxiety and related disorders among 
children on the autistic spectrum. This makes everyday living particularly challenging.

There are also other emotional health and wellbeing challenges that are growing, particularly 
around eating disorders and self-harm. While this has been raised for young people in 
general, it is less well known whether this is having a specific impact in relation to autism.

Support available – There is a wide range of support available, and not just in relation to 
CAMHS. In particular there is strong third sector support which is appreciated by families. 
One of the key challenges is around waiting times for services. 

5 This issue was identified in a recent Cumbria County Council task and finish group into Cumbria Children and 
Adolescent Mental Health Services 
http://councilportal.cumbria.gov.uk/documents/s51883/Appendix%201%20Scrutiny%20Review%20-
%20CAMHS%20Task%20and%20Finish%20Group.pdf

http://councilportal.cumbria.gov.uk/documents/s51883/Appendix%201%20Scrutiny%20Review%20-%20CAMHS%20Task%20and%20Finish%20Group.pdf
http://councilportal.cumbria.gov.uk/documents/s51883/Appendix%201%20Scrutiny%20Review%20-%20CAMHS%20Task%20and%20Finish%20Group.pdf
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Key barriers  - There are two main gaps – one is around the integration between the 
different sectors of health and wellbeing and the other is around access to specialist 
CAMHS.  This is something that has been highlighted by a previous Scrutiny review of 
transition between children’s and adults’ services6. John Barrett advised that there have 
been improvements including the appointment of a new Assistant Director Jo Atkinson 
whose remit is to ensure that commissioning cuts across children’s and adults services, 
however gaps in support in different parts of the county remains an issue.

Promotion and awareness – A key role for the Council lies in promoting general social 
awareness of autism. There are several aspects to this, including the role of the arts, 
effective strategies to tackle disability hate crime, and working with employers around using 
apprenticeships and other schemes to help place young people with autism into jobs that 
play to their strengths.

Social media and a general media aware approach can also make a difference in raising 
awareness. This can be seen by the positive raising of public awareness nationally and 
locally as a result of the TV show the A-Word, that was based in Cumbria, and is something 
that should be shared with Members.

Many of the steps that could be taken to raise awareness could be done within existing 
channels and would not cost additional money. They could also make use of the strength of 
peer to peer support that is already going on through families and other groups that are 
working with children and young people with autism.

Witness 3 - Sheila Gregory, Senior Manager, Carlisle and Eden 
Mencap

Sheila Gregory is the senior manager for Carlisle and Eden Mencap and oversees their 
Cumbria-wide autism support and signposting service. The service brings Mencap into 
contact with a large number of families and historically operated in North Cumbria. Through 
a new contact with the County Council, the service is being taken countywide.

Emotional challenges for young people on the autistic spectrum – The autistic 
spectrum is broad and individuals diagnosed can have varying needs or challenges. Young 
people with autism can find the world very scary so they need coping strategies – they can 
get very anxious because it takes them longer to understand a situation. 

There is also a major societal challenge around autism being perceived to be a male 
condition, and a lack of attention towards young girls who may be displaying signs of autism 
going unnoticed by families, schools and other settings. 

Support for Families - Families need to know the range of services available for them how 
to access the help that is available. Mencap finds that it can set up parent carer groups and 
then the group will run itself – it just needs to get going and this can be done without a lot of 
money being spent.



12

Cumbria County Council Scrutiny Task Group Autism    December 2016

There is also an 8 week multi-agency parent programme available following a diagnosis of 
autism. This encourages parents to be able to celebrate their child’s strengths and 
successes.  

Overall, interventions and support for parents needs to begin as early as possible. Mencap 
has being carrying out projects with siblings who are not autistic to have a break from their 
sibling with autism.  More could be done to help families and siblings to build resilience and 
provide support mechanisms.  They have worked with youth clubs, dance clubs and other 
activities. The geography of the county can be an issue, both in terms of distance but also in 
terms of the consistency of what local level support is available.

Higher functioning autism  - There are particular challenges for people who are higher 
functioning on the autistic spectrum, who tend to have no learning disability and are 
managing with minimal, or no, support in school, and tend to attract less in terms of 
packages of support. Mencap is experimenting with a pilot science holiday club. This is 
costly but a school could do this without needing to buy extra equipment. There is a need for 
more short breaks for parents.  Autism friendly shows are being offered at cinemas and 
theatres in the county which are very welcome.  

Assessment – The waiting list for assessment is long. This can be a problem in terms of 
access to the services Mencap offers. Due to limited funds, Mencap’s services begin where 
a child has a diagnosis.

Schools and awareness - Parents find that quite often schools have a limited awareness of 
autism. This can result in changes at school acting as a trigger that can result in the child’s 
detention or exclusion. Sometimes this can lead to violent incidents in the home, and a 
proper explanation of the change to the child could have prevented these outcomes. 

Mencap are looking at developing courses that they could deliver to agencies for a fee.

Cumbria Constabulary has a good model for general awareness across their workforce, 
which is something the County Council could look at, and it may be possible that they could 
share what they are doing.

CAMHS - CAMHS can act as a barrier, particularly where they treat autism rather than an 
accompanying mental health condition as the main issue. Autism awareness among CAMHS 
staff would greatly assist in addressing this issue, particularly when parents are faced with a 
violent child, and it is not just a question of autism. 

Witness 4 – Brian Eaton, Board of Governors James Rennie 
School, and Kris Williams, Headteacher, James Rennie School

James Rennie is a special school which has specific provision in relation to autism and has 
been judged as outstanding twice by Ofsted. The Members wanted to learn from the school 
about best practice in relation to autism.

James Rennie’s Policy on autism: The school has an Autistic Spectrum Conditions Policy 
in which autism is seen as a range of complex neurodevelopment conditions, characterised 
by social impairments, communication difficulties and restricted and stereotyped patterns of 
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behaviour. The policy does not view autism as a disability per se, rather focusing on the 
skills and abilities people on the autistic spectrum have.

The school tries to make teaching interesting and to adapt this to the levels of the individual 
child within the constraints of the national curriculum. This means thinking in terms of 
building scaffolding around the child and then challenging this by “sabotage” to test whether 
the child can manage if the scaffolding is breached. This helps build the child’s ability to 
develop coping routines when their routine is disrupted.

They also work with the Pupil Referral Unit on establishing split placements with mainstream 
schools, to try to ease pressure and prevent pupils ending up in the PRU because of their 
condition.

They also work increasingly collaboratively with other special schools across Cumbria.

The school has applied for National Autistic Society accreditation to strengthen its approach 
to supporting children and young people on the autistic spectrum in school and at home. The 
accreditation takes them beyond what Ofsted looks at, and will require the school to: 

 provide effective person centred support and rooted in  current knowledge and 
understanding of autism.

 understand each autistic person as an individual with their own unique qualities, 
abilities, interests, preferences and challenges.

 enable each autistic person to carry out meaningful activities by using a range of 
specific and personalised methods.

 demonstrate that autistic people achieve outcomes that have a positive and 
significant impact on life. 

Residential development: Brian spoke of the challenges faced by families, and children as 
well as local authorities when a child has to be placed out of county. In part to address this, 
the school is looking to use County Council funding to develop a residential unit designed to 
cater for eight children and young people next to the school. 

Key health and education related challenges: Engaging with health services has been 
more difficult than with other partners. Despite having 147 children on roll with language 
difficulties they have only 3 hours of speech therapy per year and they rely often on forms of 
speech and language therapy that is available electronically. They have to pay for a school 
nurse and health costs from their school budget. The budgets have not risen to reflect the 
increasing numbers of children with autism.

Until recently there has not sufficient recognition in the Clinical Commissioning Group of the 
needs of children who need higher level support for all the therapies – speech and language, 
physio, occupational and psychiatric support. The services need to be as close to home as 
possible, and cited the case currently of having to access psychiatric services in Newcastle. 

There are pockets of excellent practice e.g. dental services at the Carlisle Infirmary. Yvonne 
Halliwell is extremely patient and skilful in working with children with autism.

One of the main educational challenges highlighted was that Education and Health Care 
Plans, are often weighted towards education, and ensuring they are balanced is particularly 
important in relation to autism. 
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The other educational challenge is around funding. The County Council funding pays for 
standard staffing levels but the rising numbers of pupils with autism is placing an additional 
requirement for one to one teaching assistants which the funding does not meet. 

Challenges around parents getting a place at the school: The school is full this year and 
next.  On being asked whether changing the school’s designation would address this, Brian 
commented that a special school can be too difficult to manage and they have little capacity 
to extend on the site.  Kris commented that there is not a primary specific unit in Carlisle and 
children can have difficulty in getting into specific secondary schools.  Even the capacity on 
the current site will decline as the children in school grow up and get physically get bigger.

Supporting teenagers towards employment: The school had a Careers’ Fair a few years 
ago and they have a good rate at supporting pupils to be placed into jobs. Placements are 
designed on an individual basis, and even pupils unlikely to ever find a job allowed to do 
work experience as part of preparation for life.  

Additional Witness Information
In addition to witness statements, members of the Task and Finish Group carried out visits 
and interviews with people in their local areas. 

Interview conducted on 2 August by Cllrs. Gillian Troughton and Mike 
Hawkins, with Greg Everatt Senior Commissioning Manager, Children & 
Families, Cumbria Clinical Commissioning Group (CCG)

Greg was very welcoming and really keen to improve services for children on the autistic 
spectrum. The discussion covered a broad range of topics.

CCG Strategy for autism, in terms of diagnosis, support and service delivery: The 
multi-agency approach is critical to having services that meet the needs of autistic children. 
There have been challenges recently in terms of key people retiring or about to retire 
(including the person who was leading on the strategy, the Clinical Director of the 
Foundation Trust and the main Educational Psychologist). Raj Verma who has taken over as 
Clinical Director has moved to Cumbria from Blackpool and has a strong interest in autism, 
so there is potential for new momentum.

Accountability and oversight can be an issue, given the multi-agency nature of the work. 
There is an opportunity for the Children’s Trust Board to play a stronger role in scrutinising 
multi-agency working around autism, particularly through the Children’s Disability Sub-
Group. 

In terms of diagnosis, this is based on NICE guidelines. Historically the Multi-Agency 
Approach to Treatment (MAAT) has not been systematic and consistent across the county. 
Although this is being addressed and implemented countywide, there is a backlog due to the 
lack of previous delivery. Greg acknowledged that there is still some way to go to address 
these issues. 

Services currently commissioned and performance measures: Diagnostic services are 
commissioned through the MAAT. Some specialist services are commissioned that have a 



15

Cumbria County Council Scrutiny Task Group Autism    December 2016

requirement to be able to offer specialist support in relation to autism as part of the offer – for 
example Speech and Language Therapy.

There has also been some change in terms of the transition from Statements of Special 
Educational Needs to Education and Health Care Plans (EHCP). Whereas the Statementing 
process resulted in the child having access to fixed amounts of support, the EHCP is based 
on allocating support as and when it is needed. The advantage of this approach is that if, for 
example, a child needed intensive speech and language therapy for a short period, the 
EHCP can accommodate this. The disadvantage is that services and families are taking time 
to understand the new way in which support is available.

The main performance measures are around the diagnostic process, and particularly around 
timeliness. However there is a question over the reliability of the data that being collected on 
the Partnership Trust’s electronic patient record.  

The MAAT has a “What next” process for those having been diagnosed, which includes 
information from the multi-agency team. 

There was a discussion of the alternative process of assessment via the Child Psychologist, 
however this is problematic, as in some ways it would be better for all referrals to go through 
one place.

There are meetings with the Partnership Trust every two months, where issues can be 
raised and there are occasional special sub-groups to tackle specific problems.

Planned future service improvements: There are plans for an Early Intervention 
Behaviour Service. Although this will not be autism specific it will be using appropriate skills 
to pick up children with autism who might normally slip through the net and be labelled as 
disruptive or naughty.

How are the services commissioned by Cumbria CCG Children and Families linked with 
those from adults? How does this relate to the Cumbria County Council’s Transition 
Protocols?

The link between services commissioned by Cumbria CCG for children, services for 
adults and the County Council’s Transition Protocol: The CCG is working on a transition 
strategy which will need to link with County Council’s approach to transition, which will also 
have to feed into commissioning. This would also have to work in terms of out of county 
placements, and the Education and Health Care Plans. 

Assessment of need, and involvement of service users: The Joint Strategic Needs 
Assessment is an assessment of the needs of the population that is used to inform 
commissioning need. This includes prevalance data (numbers known to have autism and 
expected numbers) and is reviewed to assess whether the actual numbers reflected the 
initial projections, and provides an analysis of any changes. 

Feedback is sought after as part of the MAAT process. This provides specific detail on how 
service users feel, however there are only ad hoc meetings with interest groups who 
represent users and families, and there is scope to improve this.
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Autism awareness in NHS services commissioned by the CCG: Awareness tends to be 
on a case by case as raised by service users. This is an area that is being looked at in terms 
of user experience and contracts.

Emotional support and CAMHS: The Education Health Care Plans have the potential to go 
some way to addressing these needs in a more clinically appropriate way (i.e. access to 
services as needed rather being based on a snapshot of a person’s need at the point they 
were assessed). 

There are still concerns about access to CAMHS, in particular about Tier 3 support, which in 
principle can support people with autism, but would struggle if many people with autism were 
trying to access support at the same time. Greg Everatt agreed to take the concerns that 
Members have to the Partnership Trust. 

Issues for the County Council: The CCG is in the process of applying to change its 
boundaries, and there are opportunities and risks around how the Council collaborates with 
the CCG in terms of countywide commissioning once the new boundaries are in place.

There are also some concerns about people who have been admitted for services and are 
eligible for a Care and Treatment Review if they have a learning disability or autism. The aim 
of these reviews is to prevent future episodes, but the challenge is to work out which children 
and young people should have reviews. 

The last issue is the quality of advocacy in relation to children and young people with autism. 
The skills and experience of working with autism is an issue, and many of the advocates are 
often current service users, which may or may not be most appropriate. 

Submission from Caroline Pollard SEND Teaching Support Team 
Specialist Advisory Teachers (Autism Spectrum Conditions) 

Working as part of the SEND county wide specialist team, our professional group is 
committed to maintaining an autism specific education service that provides intervention, 
support, and in the high number of statutory cases, long term involvement, to ensure equality 
of opportunity and high achievement for all children with autism spectrum conditions.

We offer and extend autism specific advice and inform best practice to schools, settings and 
parents on a preventative basis to boost earlier identification and intervention. We support 
the development of inclusive practices in all schools and settings by improving the 
understanding of autism and the provision that is made for children and their families. We 
guide schools and parents to make the best use of existing specialist provision for autism.

Each term, in each Locality, our specialist team provides two Levels of a comprehensive 
County wide autism awareness training programme. The undertaking of this is advised to 
schools in children’s Statements. The courses are often fully booked and there have been 
waiting lists in some areas. Some delegates migrate from other areas to attend training to 
ensure their attendance.

The Specialist Advisory Teachers and Specialist Higher Level Teaching Assistants work 
hard to develop better services for children with autism to ensure that needs can be properly 
addressed. We have forged strong links and good working relations with agencies including 
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Speech and Language Therapists, County Psychological Service, CAMHS, Community 
Nurses for CLDD, GPs, Community Paediatricians, Clinical Psychologists, Occupational 
Therapists, Connexions, Parent Partnership, DASH, NACRO, Youth Justice and the police. 

It is our education based service that makes the most sustained and determined intervention 
for children with autism. We respond to the recognised complexities and increasing 
prevalence of autism and related conditions, amongst our young population in Cumbria. 

The team fulfil the Inclusive Cumbria philosophy. There are many youngsters with a severe 
presentation of autism or Pathological Demand Avoidance who, with a high level of support 
and carefully shared expertise from SEND, are successfully provided for in our mainstream 
schools. These children, in other areas may be very likely to be placed in specialist or 
residential settings. Current statistics indicate a large number of children and young people 
with autism are excluded from schools. We play a key role in preventing this occurrence and 
are highly involved in facilitating re-integration by supporting schools with individualised 
information on autism. 

Using our experience, qualified and specialist training, we make direct, skilful observation 
and specialist assessments to support children at the Early Help stage. Assessing children’s 
strengths and weaknesses, we identify aspects of their different learning style and 
systematically develop wide ranging and detailed knowledge of individual presentations of 
children in relation to their autism. It is with this level of understanding that we make a 
difference. We are highly skilled and trained communicators and are able to explain some 
very difficult concepts to wide ranging audiences in order to help Head teachers, SENCos, 
parents, teachers, teaching assistants and Health professionals to understand the subtleties 
of autism. 

We routinely deliver training to whole school staff as well as bespoke presentations to raise 
awareness and improve understanding of autism in schools.

The success of our involvement is to increase confidence and “build capacity” in schools.  
We further support schools by helping to elicit and clarify realistic learning and achievement 
targets to help with monitoring progress. Drawing upon our experience and teaching 
background, we carefully consider and advise upon the provision of teaching and 
assessment in line with the National Curriculum. This may include the design of a specific 
educational programme that a child may benefit from. 

We work hard to break the link between special educational needs and low attainment. The 
Specialist Higher Level Teaching Assistants, are involved in early intervention, planning with 
parents and schools. They skilfully advise and monitor the early use of appropriate and 
available resources or strategies and can work with the schools to ensure the 
implementation of specific programmes dovetail with the school curriculum. We set high 
expectations, using our judgement and assessment data to set realistic targets and identify 
areas where we can celebrate success to drive improvement. Our involvement at this stage 
influences whether or not parents or schools continue with a request for a Statutory 
Assessment. 

Schools, parents and other agencies frequently report that our input is invaluable.

Submission from a mother with son with autism to Cllr. Bill Wearing



18

Cumbria County Council Scrutiny Task Group Autism    December 2016

A Member of the Task and Finish Group received a submission from a parent.

She provided a Brief outline of her experiences of local services to date:

 18 month wait for Paediatric Child Consultant appointment to diagnose autism. 

 Once diagnosed there was no post diagnostic pathway.

 There was a further 18 months to attend the “What next “course.She has attended 
several excellent workshops run by Marion Jones –  to share her expertise,. 

 Concerned that in relation to Education and Health Care Plans, a lot depends on the 
individual parent making the case for their child.

 Her son now has an excellent Teaching Assistant, who has a vast amount of 
experience, creativity and patience and has access to excellent Special Advisory 
Teachers who have attended his annual reviews and helped shape school support. 

 She had a long wait for CAMHS appointment and the psychologist did not feel able to 
help due to lack of experience of autism.

 She has concerns about provision of post-16 education, employment and training for 
autistic young people.

Interview conducted on 13 July by Cllr. Neil Hughes with a parent of a 
child with mid-spectrum autism

The interviewee and her partner love both their children, though she stressed the 
unexpectedness that is still part of the experience of having a child with autism. This can be 
both pleasurable at times – her son loving and very bright – but also stressful with holiday 
periods and the beginnings of new terms at school especially so. Like most autistic children 
he prefers a routine he can become used to.

Cuts to services and support: She talked of her apprehension around recent and 
anticipated further cuts to dedicated services for young people with autism. Previously she 
and her son were able to make use of a programme of days out, craft activities etc. which 
was provided by a third sector organisation and to which she part-contributed financially. 
She thought this worked well but the funding was withdrawn a few years ago (the service is 
still accessible to those who pay the full cost but she says she can’t now afford this). On top 
of this there is no autism support group in her local area and the needs threshold to access 
any appropriate services has been raised, excluding her son.

Schooling and health: She stated that the secondary school support her son received is 
nevertheless excellent, where he has a dedicated key worker. He will receive an Education 
and Health Care Plan next year.  However the school needs to match-fund any resources 
received from the local authority for this. Her son has settled at the school though needs 
close supervision, as he has no sense of impending danger (e.g. from road traffic) and is 
very sensitive to noise, which can have emotional ill-effects. She also spoke well of NHS 
understanding and is pleased that from 2017 all teachers will automatically receive autism 
awareness training.

Emotional support: Her son experiences ‘melt-downs’ from time to time; once her son was 
told to stand outside in a corridor as a result, but he feels that most teachers and teaching 
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assistants are now aware of his needs. He can be shy with those he doesn’t know, has few 
close friends (the nearest lives in 7 miles away) and this is part of the reason why holidays 
are difficult times. Confiding fears and bad experiences can be difficult for although her son 
does have a good relationship with his brother.

Being an adolescent is not easy for her son! Luckily he has not suffered from a great deal of 
bullying. He can (physically) choose his own menu at school and is allowed to leave a lesson 
early if things become too much for him. 

Talents and future:  Her son is very good at IT and once repaired a computer when the 
staff at school couldn’t! However he always has fears being late for school even this isn’t 
(objectively) an issue. He wants to go on to college and loves computers and different kinds 
of learning as well as music.

Her final comment was that ideally autism-related funding should be ring-fenced for local 
authorities – though she is well aware of the financial pressures all councils are under today.

Information received via Bill Wearing from a parent of a child with autism

Dear Mr Wearing,

I am interested in the discussions taking place on the subject of Autism and the support that 
is there for the children and their families.

I am a single mum of four children. Two of whom are on the Spectrum. My son is nearly 17 
and was diagnosed with Aspergers before his fifth birthday. Back in those days the way in 
which children were diagnosed was much simpler. Since then the way in which the Children 
get a diagnosis in this area is far more complicated. The MAAT process, whilst I understand 
the reasons behind it, often has caused it to be a very long drawn out one. Often resulting in 
a difficult situation like my daughters where only one of the Team feels the need for more 
evidence and therefore despite being put forward several times to the team, a negative 
outcome.

We knew when my daughter was three that she had issues. As the years went passed and 
no help from the paediatricians because of the MAAT deciding she doesn't fully "fit" in their 
ideal of autism, we as parents and the school she was in, worked hard to minimise the 
effect. The whole family suffered. The strain it caused was immense and partly contributed 
to my husband's failing mental health. 

More recently my daughter went downhill rapidly when she started at secondary school. To 
the point we had a 12 year old not attending school, self-harming, being violent towards 
members of the family especially her younger sister and me. We were told by CAMHS, 
school and doctors to call out the police. She spent several nights away on various children’s  
wards. It was only at this point people started to take us seriously. We all knew she needed 
immediate help. Unfortunately, by this point it meant she needed hospitalising and needed a 
CAMHS tier 4 bed. Unfortunately there are none around here for children in my daughter’s 
position. The fact she was a dual diagnosis meaning she had obviously an ASD and by this 
point was suffering with severe depression making her suicidal, meant nowhere nearby 
suitable. 

Then in December 2014 her Dad committed suicide. I do feel the issues we were having with 
our daughter did effect him. 
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On January 12th 2015, 5 days after her dad’s funeral my daughter was sectioned and I do 
feel it took the suicide of her father to make agencies listen.

We are still battling today to get help, not only for her but also help for my son now who is 
struggling with his ADD, PTSD, Depression and Severe Anxiety, and who now is unable to 
carry on with his education. He is classed as "too complex a case" for CBT counselling by 
their CAMHS staff.

The system is failing on every level to offer support for parents. From diagnosis, teaching the 
parents skills to help, CAMHS, lack of specialist paediatricians (often meaning children are 
waiting years! ) No consistency with Psychiatrists, Children's Services being so stretched 
that even families labelled "child in need" not being seen by their worker. Schools funding for 
Statemented children being cut....on every level it is failing and subsequently we are having 
our children suffer. It is only a matter of time before we lose one. As it is I know of several 
families split because of this. And sadly we as a family feel it contributed to the death of my 
husband, my children's father.

Statement by Cllr. Mike Hawkins to Council April 2016

April was autism awareness month, which is a worldwide campaign to bring awareness of 
this condition to the general public. Autism awareness has risen in the minds of the public, 
particularly through the recent TV programme The A word which was filmed here in Cumbria   
This has to be welcomed as autism is a serious, lifelong and disabling condition and without 
the right support, it can have a profound sometimes devastating effect on individuals and 
their families. 

Autism is much more common than many people think. There are around 700.000 people in 
the UK living with autism that’s more than 1 in a 100. If you include their families, autism 
touches the lives of 2.8 million people every day. 

Autism doesn’t just affect children. Autistic children grow up to be autistic adults. Autism is a 
hidden disability – you can’t always tell if someone has it.

While autism is incurable, the right support at the right time can make an enormous 
difference to people’s lives. 

Colleagues this is a subject close to my heart as some of you know I have had the privilege 
of bringing up a son who has autism and has no speech and needs high level support. This 
can be a challenge that affects the whole family as over time we have to adapt to his way of 
dealing and understanding the world around. 

In my house the bubble bath is always kept on the floor in a certain place and I have a toy 
abacus which is always on the floor outside my bedroom ready for someone to trip over in 
the night: all perfectly normal for an autistic household. 

Like a lot of life’s problems I find that the best way is to look on the positive side. Okay, my 
son won’t ever marry or be able to have a career or provide me with grandchildren, but he 
has enriched my life tremendously, making be look on life from a different perspective one 
that is more understanding towards others’ needs. 

A lot of the time an autistic person may seem locked into their own world, but every now and 
again you get a glimpse into their personality. My son is one of the funniest people I know. 
Last year, while on a hot day on holiday, he drank all the water. I said: “thanks I wouldn’t like 
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to be in the desert with you.” Without hesitation he picked up the empty bottle and put it to 
my mouth. As a drop came out he was chuckling to himself. So now our little joke is to 
remember when he kept dad alive so he could look after him. This always brings a smile and 
is just a brief insight into what is a very complex and interesting condition which we could 
discus all day. 

I would just like to finish with a poem that I first came across 16 years ago while studying 
autism for a college course and as a Christian it moved me then and it still does today:

 HEAVEN’S VERY SPECIAL CHILDREN

 A meeting was held quite far from earth,
“It’s time again for another birth.”
Said the angels to the Lord above,
“This special child will need much love.”

 “Their progress may be very slow,
 Accomplishments they may not show.
 And they’ll require extra care
 From the folks they meet down there.”

 “They may not run or laugh or play,
 Their thoughts may seem quite far away.
 In many ways they won’t adapt,
 And they’ll be known as ‘Handicapped’.”

 “So let’s be careful where they’re sent.
 We want their lives to be content.
 Please, Lord, find the parents who
 Will do a special job for you.”

 “They will not realize right away
 The leading role they are asked to play.
 But with this child sent from above
 Comes stronger faith and richer love.”

 “And soon they’ll know the privilege given
 In caring for their special gift from Heaven.
 Their precious charge, so meek and mild,
 Is heaven’s very special child.” 
 

Author: Edna Massionilla              

Autistic children become autistic adults – a personal observation by Cllr 
Val Tarbitt

Today, getting the recognition that your child is on the Autistic Spectrum and accessing the 
support needed can currently be a frustrating and somewhat lengthy part of the care cycle.

If you grew up in the 1940s/50s that recognition and support was rarely, if ever, available. If 
you are on what we now recognise as the “high achieving end of the Autistic Spectrum” it is 
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more than likely that you moved into adulthood through college and work and those 
colleagues and friends around you noted your “differences” as being just “you”.

It is when those “differences” seriously impact on professional or personal life that confusion 
and difficulties can arise.

Physical disabilities are usually visible, Autism is not.

Recognising, for example, that a Senior Member of the University Faculty Team will never 
meet Marking deadlines, operates as a ‘loose cannon’ within the teaching structure and 
seemingly ploughs their own furrow in terms of Research demands, if that Senior colleague 
was known to be on the Autistic Spectrum rather than being subjected to disciplinary 
procedures, then the support of colleagues would be available and readily given.

Translate this into the realm of a personal relationship – if someone who operates on the 
“high end of the Autistic Spectrum” enters your life this can be a recipe for unhappiness. It is 
highly unlikely you will be shown affection; share a joke; engage in innuendoes or wordplay; 
your needs as a loving partner will not be understood and repetitive behaviour will frustrate.

Back to my earlier statement – “High End Autism” is an invisible disability.

My recommendation for the Group to consider is that within any supportive Transition 
Programme we recommend that young people are given the skills and confidence to talk 
about their disability so that they can move through life in the knowledge that they are more 
readily understood.

Conclusions
The Members of the Task Group were impressed with the levels of expertise, passion and 
experience that exist within Cumbria. Members were also assured that there was substantial 
agreement between people with personal experience of autism and professionals 
concerning the nature of the challenges facing young people with autism and their families.

Members would like to see continuing progress, and have recommended that they meet in 
six months to review progress and report to Scrutiny Management Board. 


