
Autism Needs Assessment | 1

City and Hackney
Autism Needs Assessment

September 2019

Authors: Anni Dong, Lucy Wilson, Karim Mitha, Nicole Klynman



Autism Needs Assessment | 2

Executive Summary

Autism is neither a learning disability nor a mental health problem. It is a lifelong
neurodevelopmental condition which affects how an individual perceives the world
around them and how they communicate with others. It is a spectrum condition and
characterised by difficulties in social interaction, communication, and imagination. It
is not an illness or a disease. It cannot be “cured” and is often considered a “hidden
disability”. A person with autism may have some but not all of the features of the
condition and presentation can vary from individual to individual. Diagnosis of
autism is clinical; there are no biochemical or radiological tests available. Diagnosis
is made based on certain characteristics which have been present since early
childhood. Due to the spectrum nature of the condition, it is inevitable that there will
be a subgroup of people with autistic traits who do not have a formal diagnosis of
autism and who remain undiagnosed throughout their lifetime. Approximately half of
autistic people have a learning disability but many will have a normal or
above-average intellectual ability.

It is estimated that there are approximately 700 000 people with autism in the UK,
which is approximately 1.1% of the UK population. Estimates of autistic people within
Hackney and the City vary depending on the methodology used and age profile of
the population examined; it is estimated that approximately 1.6% of children aged
5-9 in state schools in Hackney and the City are autistic, equating to approximately
119 students in that age band. Additionally, it is estimated that 0.8% of the 18+
population in Hackney and the City are autistic, equating to approximately 1900
individuals, however this is likely to be an underestimate. It is worth noting that only
569 individuals 18+ are identified as autistic from GP registers within Hackney and
the City, suggesting approximately only 31% of the estimated numbers of autistic
adults are being identified on GP registers. It is worth noting, however, that these
figures are likely an underestimate as there is limited data on the number of autistic
individuals that are homeless, living in temporary accommodation, in prisons, and in
minority populations. Data on the prevalence of autism in children comes from
estimates of those who attend state-schools, and so does not reflect young people
who are educated in other settings. Data from adult social care show approximately
3900 individual cases were attributed to an autistic person between September 2014
and March 2019.

Autism is a relatively new diagnosis; the term ‘autism’ only came into common
clinical use in the 1960s and whilst most diagnosis now occurs in childhood many
adults remain undiagnosed. This is seen in the analysis of GP register data, where
the greatest proportion of autistic patients identified in Hackney and the City are in
the 5-11 age band. Older adults identified with autism are more likely to have been
identified later in life, ie: during adulthood. A key challenge for many older adults with
autism is that they will have had significant support from their families, but as families
age, this becomes less possible and they are a group particularly at risk of loneliness
and social isolation. Indeed, data from adult social care show that the majority of
people making contact and who are likely to be autistic) are over the age of 65,
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however 2/3rds of adult social care clients who are autistic are under the age of 40.
As with diagnosis of autism nationally, there is an approximately 3:1 ration of
males:females diagnosed with autism – this may reflect differences in presentation
and diagnosing of autism between males and females.

Under the Equality Act, a person has a disability if they have a physical or mental
impairment which has a substantial and long-term adverse effect on their ability to
carry out normal day-to-day activities. Autism qualifies as a mental and/or physical
impairment. A person does not have to have a formal diagnosis to be considered
disabled. Many autistic people do not identify as having a disability but understand
that being autistic entitles them to protections under disability legislation.

There are additional social issues experienced by autistic people including
experience of care, stigma/discrimination, under/unemployment, lack of
support/reasonable adjustments in educational and employment settings, housing,
and being victims of crime. Additionally, autistic people may experience other health
and wellbeing conditions than the general population, such as epilepsy, mental
health conditions, neurodevelopmental disorders, and functional problems and
disorders such as sleep disturbances and vision/hearing impairment. Depending on
the individual and their level of need, an autistic person may also require support to
access services. Some people may require personal support to help them navigate
complicated processes and environments, which can be provided by carers (either
professional staff or unpaid carers such as family members), particularly given the
disadvantages autistic people may experience in care settings due to clinicians not
having training or experience in responding to the needs of autistic individuals. That
said, given autism involves difficulties in social communication, this may make it
difficult for autistic people to form and sustain relationships and thus they may have
smaller networks for social and caring support.

The Care Act places a duty on local authorities to provide preventative support for
people in their communities. As part of this duty they are required to consider the
needs of autistic people living in their area who do not meet the eligibility threshold
for social care While there are a number of programmes and services available to
autistic people living within Hackney and the City, there are also areas for further
development, such as targeting supported services for BAME communities and older
people and more robust reporting and data collection.

There is therefore a need to address the experiences of autistic people within a
person-centred approach, incorporating a social model of disability, improving
training/awareness, developing better diagnosis and care pathways, providing
effective support and service planning and delivery, working with communities and
carers, redeveloping housing and employment pathways, and building on existing
national and local policies and strategies.

This needs assessment will highlight areas of need relating to health and wellbeing
for autistic children and adults who are resident in the London Borough of Hackney
and the City of London. It will suggest recommendations for meeting the needs of
this population and aims to guide the development of services in the boroughs of
Hackney and the City of London.
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1 Introduction

This report describes the findings of a population health and wellbeing needs
assessment of autistic adults and children in Hackney and the City.

1.1 Defining autism

Autism is a lifelong neurodevelopmental condition. It affects how an individual
perceives the world around them and how they communicate with others [1]. It is a
spectrum condition: a person with autism may have some but not all of the features
of the condition, presentation varies from one individual to another. The term
‘spectrum’ therefore denotes the wide variability in manifestations of the condition
and therefore the vast range of different needs that people with autism may have. On
a population level this can make identification and service planning challenging.

The Autism Act was passed in 2009. The Act required Government to produce a
strategy for meeting the needs of adults with autism. The first national strategy,
Fulfilling and Rewarding Lives, was published in March 2010. [2]

Box 1: A note on terminology

There have historically been several defined behaviour profiles in autism1. Nearly
half of autistic people have a learning disability2, but many will have a normal or
above-average intellectual ability (often described as ‘high-functioning’). Autism is
often described as a ‘hidden impairment’: autistic people with normal - or above
normal - intellectual ability may not have an obvious physical disability and their

2 A learning disability is defined as having a significant impairment of intellectual functioning,
significant impairment of adaptive/social functioning; with an age of onset before adulthood [105]. This
is different to ‘learning difficulty’, which is often used in educational settings and refers to individuals
who have specific problems with learning.

1 Behaviour profiles defined in autism include: atypical autism, classic autism, Kanner autism,
pervasive developmental disorder (PDD), high-functioning autism (HFA), Asperger syndrome and
pathological demand avoidance (PDA).
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verbal and language skills may appear normal, but their ability to perform everyday
tasks may still be impaired. A person with Asperger’s syndrome would fit this profile:
generally there is no delay in development of cognition and language - but there may
be difficulties with social communication and/or motor developmental delay.

The diagnosis of autism is clinical; there are no biochemical or radiological tests
available. Diagnosis is made often with the aid of diagnostic tools such as
questionnaires in adults and by multidisciplinary assessment in children.

The DSM-5 diagnostic manual groups the profiles under the same umbrella term of
‘autistic spectrum disorder’. [3] For the purposes of this needs assessment, the term
‘autism’ will be used to refer to all diagnoses on the autism spectrum.

Diagnosis requires presence of the following features:

1. Persistent difficulties with social communication and social interaction
2. Restricted and repetitive patterns of behaviours, activities or interests (this

includes sensory behaviour3)

Diagnosis is made based on the above features if they have been present since
early childhood and if they are to the extent that they ‘limit and impair everyday
functioning’. [3]

Under the Equality Act, a person has a disability if they have a physical or mental
impairment which has a substantial and long-term adverse effect on their ability to
carry out normal day-to-day activities. [4] Autism qualifies as a mental and/or
physical impairment. A person does not have to have a formal diagnosis to be
considered disabled. Many autistic people do not identify as having a disability but
understand that being autistic entitles them to protections under disability legislation
(discussed later in section 4.1.6).

1.2 Purpose of this needs assessment

In June 2009 the National Audit Office published a report on the services available to
autistic adults in England. [5] The authors commented on the limited data available
(in terms of service uptake) when trying to compare outcomes between people with
and without autism accessing services. The key areas for improvement identified
were the need for (i) better strategic planning and (ii) raising of awareness of the
nature of autism and the needs of autistic people.

The Autism Act remains the only disability-specific law in England. Fulfilling and
Rewarding Lives, the first autism strategy, was built on and updated in 2014 with
Think Autism [6].These will be discussed in more detail in section 3.1.1.

3 Many autistic children and adults experience sensory issues; this can present as an oversensitivity
or lack of sensitivity to auditory, visual, olfactory or tactile stimuli. In certain environments exposure
and oversensitivity to multiple stimuli can be overwhelming. This experience may be termed ‘sensory
overload’. The person may demonstrate stereotypic behaviours, ‘stimming’, which can be a coping
mechanism to help them manage this.
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A population health needs assessment was undertaken to review the health and
wellbeing issues facing autistic children and adults in the City and Hackney. The
specific objectives of this needs assessment are set out below, along with the
relevant chapter(s) of this report that address them.

Table 1: Objectives of this needs assessment
Needs assessment objectives: Covered in chapter:

Discuss the main concepts in relation to
autism and define the objective of the
needs assessment

1. Introduction

Outline the main data sources and
limitations

2. Methods and limitations

Discuss the influences on health and
the wider social determinants of health
affecting this population

3. Health and wellbeing impacts

Outlining extant policies, strategies, and
best practice recommendations for
addressing and meeting the needs of
this population

4. Evidence and best practice

Describe the prevalence of autism in
Hackney and the City

5. Local data and inequalities

Describe current health and related
services and support available locally
for people with autism

6. Local services

Make recommendations for
commissioning and service provision,
based on the evidence presented

7. Recommendations

Giving an overview of the literature
regarding specific needs in this
population

8. References

1.3 Scope

This needs assessment will highlight areas of need relating to health and wellbeing
for autistic children and adults who are resident in the London Borough of Hackney
and the City of London. It will suggest recommendations for meeting the needs of
this population and aims to guide the development of services in the boroughs of
Hackney and the City of London.
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2 Methods and limitations

2.1 Introduction

This chapter aims to give a brief overview of the methods used to capture and
describe the health and wellbeing needs of autistic children and adults in the City
and Hackney. The chapter is structured around the key chapter headings used in this
report. Some of the methodological and data limitations which may affect the results
and conclusions are highlighted.

1.1

1.2 Literature review and data sources

Key governmental policies relating to the health and wellbeing of children and adults
with autism were searched for using the Gov.uk website and the national archives
relating to governmental documents.

Major policies and reports produced by national organisations were identified either
through hand-searching the references of previously identified reports, or through a
search of the grey literature via Google Scholar in relation to autism and the wider
determinants of health as suggested by the Dahlgren and Whitehead model. [7]

Following local discussion, current strategies produced by the Hackney and City
Public Health team were also reviewed: for example, the Adult learning disabilities
and Disabled children and young people Joint Strategic Needs Assessment (JSNA)
chapters.

Relevant National Institute for Health and Care Excellence (NICE) guidance
regarding best practice was identified through searching the NHS Evidence website.
Further local data have been provided by the Clinical Effectiveness Group, Adult
Social Care and Hackney Learning Trust. Where relevant data have not been
available from these sources, a search of the grey literature for further information
via Google has been performed.

Information regarding current local service provision was collected by contacting
relevant contacts - within the Council, diagnostic services and Hackney Learning
Trust -obtained through colleagues in Public Health. If the information required was
outside the scope of one contact’s service or knowledge, the contact would signpost
to other contacts. Key services and organisations were identified through
collaboration with the Autism social worker, Adult Social Care, Autism Alliance
Board, Local Offer lead and other colleagues within Hackney Council, the City of
London and community groups.

http://www.gov.uk
https://hackneyjsna.org.uk/wp-content/uploads/2018/02/Adult-Learning-Disability-Needs-Assessment.pdf
https://hackneyjsna.org.uk/wp-content/uploads/2018/02/Disabled-Children-and-Young-Peoples-Needs-Assessment.pdf
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1.3 Limitations

The rapid evidence review has attempted to be as comprehensive as possible in
describing the health and wellbeing impacts of autism and what the best practice
evidence suggests for meeting the needs of this population. In addition, efforts have
been made to describe the full range of health, care and related services available to
children and adults with autism in Hackney and the City within the time and
resources available. However, it is possible that some relevant research or policy
papers have not been identified and, therefore, their recommendations not reflected
in the results. It is also likely that some services or programmes have been omitted,
particularly those delivered by the voluntary sector.
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2 Health and wellbeing impacts

Autism is a spectrum condition, which means the presentation of the condition varies
significantly between autistic individuals.

In a clinical setting there are a range of physical and mental health conditions that
are more prevalent in autistic people (discussed later in this section). The health and
wellbeing of populations is affected not only by individual genetic and lifestyle
factors, but on a larger scale, the environments in which the population lives and
works – for example, education, housing conditions and others – often termed the
‘wider determinants of health’ – represented in the Dahlgren-Whitehead model,
shown in Figure 1. The literature suggests that having autism may adversely affect
some of the wider determinants of health. Having autism is thought to affect multiple
aspects of an individual’s life, from how they are educated, find employment, access
local services (including housing) or form relationships and community networks.
Autistic people have been shown to have a significantly lower life expectancy than
people who do not have autism. [8]

Figure 1: The Wider Determinants of Health

Source: Dahlgren and Whitehead, 1991 [7]

Due to the spectrum nature of the condition, it is inevitable that there will be a
subgroup of people with autistic traits who do not have a formal diagnosis of autism,
and who remain undiagnosed throughout their lifetime. It is unlikely that they have
been captured as part of the population of interest in this needs assessment. This
subgroup may have experienced adverse health and wellbeing outcomes by not
having access to services.
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2.1 Life expectancy

The effect of autism on life expectancy has not been studied on a large scale in the
UK population. [9]

In a large-scale case-control study in Sweden, researchers found that life
expectancy was 16 years lower for people who had a diagnosis of autism compared
to those without. [8] Autistic people were significantly more likely to die earlier from all
causes of death studied apart from infection. The most significant causes of death
were epilepsy and suicide. The prevalence of epilepsy among autistic people is at
least 20 times higher than that of the general population. [10] Other clinical
conditions which have been shown to occur more frequently in autistic people will be
explored in Section 3.2.

The Swedish study above showed that there was eight times the odds of dying by
suicide by those with autism than their matched controls. The risk was greater in
people with ‘high-functioning’ autism compared to ‘low-functioning’ autism. This is
supported by results from a UK study which demonstrated a significantly higher rate
of suicidal ideation among people with Asperger’s syndrome (66%) than in a general
population sample (17%). [11] The rate of suicidal ideation was higher than the rate
of self-reported depression, suggesting that the interplay between the two may be
different in this population and therefore require different preventative strategies. [11]

It is likely that there are several inter-relational factors that contribute to the lower life
expectancy. [8] Modifiable lifestyle risk factors for disease have been noted to be
more prevalent in people with autism. Difficulties in accessing healthcare services –
which may be related to differences in how autistic people experience illness and
disease, staff attitudes and communication, and clinical environments which may be
hostile and inhospitable to an autistic person - may also contribute. [12] These
factors will be explored further in Section 3.3.

2.2 Prevalence of co-existing conditions

There are a number of clinical conditions that occur at disproportionately higher rates
in autistic people in comparison to people in the general population. The National
Institute of Clinical Excellence (NICE) refer to these in their guidelines (CG12:
Autism: Recognition, Referral and Diagnosis of Children and Young People on the
Autism Spectrum) as ‘co-existing conditions’. [13] Why these disorders are observed
more frequently is not well understood. In addition, the quality of the available
evidence on this subject is low, with prevalence estimates on the same condition
varying widely between studies and lack of replication of findings across studies. The
variation in prevalence estimates may reflect differences in how co-existing
conditions were identified in each study and differences in the populations studied.
[13] It was not possible judge how comparable the studies were with each other and
how applicable to the UK population they could be. Despite this, NICE recommends
assessing for the disorders they consider as co-existing conditions to facilitate
prompt identification and intervention by clinicians. [13] The list is not exhaustive; the
conditions were selected on the basis that they were more prevalent in autistic
people, had a high impact on present quality of life, and had the potential to impact
on the future development of the child or young person.
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Box 2: NICE guidelines for assessment of coexisting conditions

Source: NICE [13]

This list of co-existing conditions has been developed by NICE in order to help
clinicians identify their presence and intervene early. While this list is helpful, some of
the conditions are very rare and not well understood - it important to highlight some
of the more commonly occurring co-existing conditions to be aware of and those on
which a meaningful impact could be made. These are: learning disability, attention
deficit hyperactivity disorder (ADHD), epilepsy, obsessive compulsive disorder (OCD)
and anxiety and depression; epilepsy, anxiety and depression being particularly
important in light of epilepsy and suicide being the major causes of death in autistic
people. These have been summarised in Table 2.

Note the addition of obesity to the table. Though not selected as a co-existing
condition by NICE, obesity is more prevalent in children and adolescents with autism
compared to the general population [14] [15]. Obesity is an important issue in City
and Hackney, hence its inclusion in this report. There is a high prevalence of child
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obesity in the local population. Child obesity is a strong predictor of adult obesity. For
more information on this please see the Obesity JSNA chapter.

Table 2: Co-existing conditions associated with autism
Clinical condition

Learning
disability

A learning disability is a lifelong condition which affects
learning across all areas. Not all autistic people have a
learning disability. Prevalence estimates based on the work
of Baird et al (2006) indicate that 55% of autistic people also
have an IQ below 70 (an indicator of learning disability). [16]
Autism is more common among people with a learning
disability. Rates of autism in people with learning disability
range from 20-36% among children with severe learning
disability and 5-14% in children with a mild learning disability.
[17]

Attention deficit
hyperactivity

disorder (ADHD)

ADHD is a neurodevelopmental disorder with onset in early
childhood, characterised by symptoms of inattention,
impulsiveness and/or hyperactivity. [18] Self-reported rates of
ADHD among autistic adults are higher than that of the
general population. [19] Prevalence estimates for clinically
significant levels of ADHD symptoms in autistic people vary
widely between studies, from 16% to 75%. [20]

Epilepsy

Epilepsy is a neurological disorder marked by seizures. It
confers on the individual a risk of sudden death independent
of other co-morbidities. An estimated 20-40% of autistic
people have epilepsy, compared to 1% of the general
population. The rate of epilepsy is higher among autistic
people and a concurrent learning disability. [10] As previously
noted, epilepsy is one of the major causes of earlier mortality
in the autistic population.

Obsessive
compulsive

disorder (OCD)

OCD is characterised by presence of obsessive thoughts
and/or compulsive behaviours. A core feature of autism is a
repetitive and restrictive behaviour pattern and it has been
postulated that the conditions may be related. A Danish study
found that autistic people were up to twice as likely to have a
later diagnosis of OCD. [21]

Anxiety and
depression

There is a higher prevalence of both anxiety and depression
in autistic people compared to the general population.
A systematic review by Hollocks et al showed that the lifetime
prevalence of anxiety and depression among autistic adults
was 42% and 37% respectively. [22] A review of studies
looking at diagnosed anxiety disorders in autistic children
found prevalence estimates ranging from 42% to 55%. [23]

Obesity Obesity is more prevalent in children and adolescents with
autism compared to the general population [14] [15]. In a US
study, older age, lower parent education levels, presence of

https://hackneyjsna.org.uk/wp-content/uploads/2018/12/Obesity.pdf


Autism Needs Assessment | 16

sleep disorder and anxiety and/or depression were predictors
for unhealthy weight in the population studied [15].
Similar results have been obtained in adults [24].

2.3 Access to services

There are several factors which affect an individual’s access to services - these are
explored in detail in the Use of Local Services chapter of the JSNA. [25] [26]

Depending on the individual and their level of need, an autistic person may require
support to access services. Some people may require personal support to help them
navigate complicated processes and environments, which can be provided by carers
(either professional staff or unpaid carers such as family members).

‘Reasonable adjustments’ are a key stipulation under the Equality Act and are
designed to support people with a range of needs (including those with autism) to
access services. Reasonable adjustments are explained in more detail in the
Evidence and Best Practice section of this report. [27] [4]

For autistic adults there can be specific barriers that affect access to services. The
Westminster Autism Commission is an independent cross-party group of
parliamentarians, stakeholders, autistic adults and parent-advocates set up with the
aim of making society more autism-friendly. In 2016 they published a report on
access to healthcare for autistic people and cited several obstacles impacting on
health care access including: [28]

● Lack of training for health professionals and lack of strong accountability and
leadership to ensure that health services meet the specific needs of the
autistic population;

● Leading to perceived poor understanding of autism and the feeling among
autistic people that their health treatment is unsatisfactory

● Sparse data collection on autism leading to autism being ‘invisible’ in the
health system. 74% (n= 241) of autistic people and parent-advocates
surveyed as part of data gathering for the report said their GP did not make
any reasonable adjustments for them or their autistic child. This suggests that
health professionals may not consistently identify autistic people and make
accommodations for their needs

● Autistic people reported that they can struggle to identify changes in their
health needs and seek appropriate help.

● Social isolation; some autistic people may need assistance to access
healthcare but many are socially isolated and lack support networks

First-hand experiences of autistic people and their carers were published as part of a
national Self-Assessment exercise in 2016. Common themes were highlighted as
having a negative impact on patient satisfaction and experience, some of which are
outlined below. [27]

Staff awareness and communication
In the context of healthcare services, autistic people may be disadvantaged by
clinicians looking after them who have not had training or experience in looking after

https://hackneyjsna.org.uk/wp-content/uploads/2018/05/Use_of_clinical_services.pdf


Autism Needs Assessment | 17

autistic people or are unaware of the particular needs of that individual. [5] This can
mean reasonable adjustments are not made to meet that person’s needs. This may
then affect their engagement with health professionals in the future.

Due to difficulties with language and communication, autistic people may find it
difficult to report physical symptoms and communicate their needs. This can
complicate the diagnostic process. Many autistic people have sensory processing
difficulties that mean they require additional time to process verbal information.
Adults may experience difficulty if questions asked of them are vague or
non-specific. Instructions may be taken literally, for example, ‘take a seat outside [in
a waiting room]’ may lead to the autistic person literally going outdoors to wait. [29] A
child who is unable to verbally communicate their needs may have early barriers to
accessing healthcare until a diagnosis is made. They may be perceived as having a
‘tantrum’ or behaving badly when distressed. [30] Authors of a German study on
barriers to health in autism suggested autistic people may experience tactile
sensitivity and refuse physical examination. [31]

The barriers are not exclusive to healthcare experiences. An autistic person
presenting to services in the community could be perceived as being rude or ‘odd’ by
lack of eye contact or demonstrating stereotypic behaviours. This may impact on the
attitude of staff towards the autistic person. Lack of tolerance from others
(subsequently increasing stress and anxiety in the autistic person and/or their carer)
has been cited as a barrier to accessing services. [32]

Environment
Another barrier to accessing services can be the environment. For example, a
waiting room at a GP surgery may have disturbing levels of light and noise which can
be distressing to an autistic child or adult with sensory sensitivity. It can be difficult for
a person who relies on structure and routine to understand or cope with the
unpredictability of long waiting times or cancellations. [31] This can also be the case
for community statutory services and employment services as well as with transport
services. The unpredictable nature of public transport for example has been cited as
particularly stressful – when a bus does not arrive at the stated time or is
overcrowded this can create significant anxiety and potentially increase social
isolation as the individual avoids this mode of travel in the future. Examples of good
practice have been given where bus drivers recognised that the individual (giving the
account of their experience) required time to find a seat before the bus started
driving away from the stop. [32] This is an example of a reasonable adjustment.
There is an interplay here with staff awareness and communication – training of staff
in understanding the importance of reasonable adjustments is critical to ensuring that
environments are acceptable to autistic people.

2.4 Lifestyle and behaviours

Individual behaviour plays an important role in determining how healthy or unhealthy
people are. The Lifestyle and Behaviour chapter of the JSNA outlines how individual
health behaviours are rarely a free lifestyle ‘choice’, but are strongly determined by
the environmental, cultural and social influences a person is exposed to. Behavioural
risk factors such as smoking, alcohol, physical activity, diet and substance misuse all
impact upon an individual’s risk of disease, disability and death. [33]

https://hackneyjsna.org.uk/articles/lifestyle-behaviour/
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Table 3 summarises the main behavioural risk factors for health and their
association, if any, with autism, with supporting evidence from the literature.

It should be noted that the majority of the evidence base is affected by recruitment
bias, where the sample populations were taken from diagnostic centres4 which
means results may not be generalisable to all autistic people.

Table 3: Individual lifestyle factors and their prevalence in autistic people
Lifestyle
factors Prevalence

Smoking Reports in the literature are inconsistent. In a UK adult
population, smoking rates for autistic people were broadly
similar to that of the general population [34]; in another study
the rate of smoking among autistic adults was lower [35].

Alcohol

Reports in the literature are inconsistent. Alcohol abuse has
been shown to be less common in autistic adults and
adolescents. [24] [36] [37] In contrast, increased problematic
alcohol use has been reported among autistic adults compared
to matched controls. [34] In this study there was no difference in
rate of alcohol uptake in the autism group but it was found that
once drinking had been established, autistic people were more
likely to get into a more problematic pattern of drinking. The
authors hypothesised this could be a form of self-medication for
anxiety or to facilitate social interactions.

Substance
misuse

Varying prevalence estimates for different age groups have
been reported. As above, studies have reported that
adolescents with autism are less likely to have substance
misuse problems. [37]
A study performed in a UK adult population found a prevalence
of substance misuse of 30% in those with autism which is
comparable to reported figures for people with mental health
conditions but more than would be expected in the general
population. [38] In a population of older adults studied,
substance use was uncommon [36].

Diet

Individuals with autism can have unique behaviours around
food. Food selectivity encompasses food refusal, having a
limited repertoire of tolerated foods and high frequency of eating
the same thing. This is more commonly seen in autistic children
compared to typically developing children. Food refusal and a
limited repertoire can arise from aversion to specific textures,
colours, smells, temperatures, rigidity with brands. This can lead
to a restricted diet which may result in nutritional deficiencies
[39].

Physical
inactivity

Autistic children and young adults have generally lower levels of
physical activity and higher levels of sedentary behaviour when
compared to typically developing children. [40] Possible reasons

4 Centres where either a carer or an individual have self-reported autism symptoms and may receive
further investigation to determine a diagnosis
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may include disinterest in a particular sport, insistence on
completing activities others may find less worthwhile, poor
coordination, challenging behaviour, reduced understanding of
instructions and reluctance to engage in team sports.

2.5 Social and community networks

Social relationships affect mental and physical functioning, health behaviours and
the risk of mortality. Social isolation is detrimental to an individual’s physical and
mental health. [41]

One of the key features of autism is difficulty with social communication and
understanding social relationships. There is a wide range in how this manifests in
different individuals. The difficulty can range from a child being ‘non-verbal’ or
displaying a delay in development of speech and/or limited vocabulary, to an adult
with normal verbal skills but inability to make eye contact, respond to questions
appropriately or recognise social cues. It could be inferred that these traits could
make it difficult for autistic people to form and sustain relationships. This can lead to
social isolation, loneliness and depressive symptoms. [42]

Gender appears to be a factor in the presentation of autism and differences have
been observed in the social motivation (the need for social interaction and
acceptance by others) displayed by boys and girls with autism. Studies have shown
girls with diagnosed autism tend to have similar levels of social motivation and
similar quality of friendships to girls without autism, while boys have had significantly
lower social motivation and report different quality of friendships compared to boys
without autism. [43] Girls may develop compensatory behaviours such as staying in
close proximity to peers, whereas boys may play alone making their social
challenges easier to identify. [44] This may account for under- or delayed diagnosis
in this group. Delayed diagnosis could lead to reduced access to support services
and poorer health outcomes. [44]

Studies on social networks in autism have largely been performed in children and
adolescents. As autism is a lifelong condition it is likely that any impairments will
persist into adulthood. In a UK study there was a significantly lower rate of marriage
among autistic adults compared to adults without autism. [34]

2.6 Crisis behaviours

Autistic children and adults can experience periods of acute agitation, termed crises,
or meltdowns. [45] These are usually temporary and represent a maladaptive
response to an accumulation of stressors. Triggers can include sensory issues,
changes in routine, anxiety and communication difficulties. The behaviours displayed
in a crisis can be verbal (e.g. shouting and crying) or physical (e.g. aggression and
self-harm). Episodes of crisis can be difficult to predict and difficult to manage by
carers because autistic people may be less likely to respond to verbal intervention
and may also not be able to explain what is triggering the crisis. [45]
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2.7 Housing

Health and wellbeing is shaped by the places and environments in which people live
their lives. These include the home, educational establishment and workplace.

The housing needs of autistic people vary significantly and this reflects the wide
spectrum nature of how people present with the condition. Some specific areas that
have been highlighted by policy include consideration for adults being cared for by
family members and what might happen when their carers develop their own
increasing health and care needs [12].

A study in the UK showed there may be a high rate of underdiagnosis of autism in
homeless people, with autistic traits found in 12.9% of the study population. [46]

2.8 Education and training

An independent report on autism and education published by the All Party
Parliamentary Group on Autism found that children with autism were particularly
vulnerable to bullying and were at high risk of exclusion. Lack of understanding from
some schools resulted in childrens’ anxiety being misinterpreted as bad behaviour.
Parents reported experiencing frustration in trying to find the right provision for their
children. [47]

The report found that: [47]
● Less than 50% of children and young autistic people said they were happy at

school
● Less than 50% of parents said that their child’s school place fully met their

child’s needs.
● 70% of parents said that support was not put in place quickly enough for their

child.
● Less than 50% of teachers said that they were confident about supporting a

child on the autism spectrum.

In 2018, autism was the most common type of primary need for an Education, Health
and Care plan (EHCP; discussed further in Section 3.8), recorded as a need for
28.2% of pupils. [48]

2.9 Employment and unemployment

Paid work can promote social inclusion, confidence and financial independence, all
of which have positive impacts on health and wellbeing.

In a 2016 survey of autistic people performed by the National Autistic Society found:
[49]
● 77% wanted to work.
● 16% were in full-time paid employment – static since 2007
● 16% were working in paid part-time employment, an increase from 9%
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In this survey, employees reported feeling that their employers did not make the
most of their skills while employers reported worrying about not approaching the
employee’s autism in the correct way.

Jobseekers with autism may find employment service (e.g. Jobcentre) environments
too noisy and stimulating. Some may find the written correspondence from the
Jobcentre difficult to understand.  People may have difficulty communicating during
job interviews without adequate support and reasonable adjustments - they may not
understand the questions asked and could be perceived negatively by a prospective
employer if they avoid making eye contact. [50]

2.10 Living and working conditions

Autistic people may struggle with relationships with colleagues and employers. Lack
of awareness from other staff can lead to bullying. [49] These can have sustained
impacts on an individual’s confidence, social functioning and mental health.

2.11 Criminal justice system

An autistic person, regardless of whether victim, witness, or offender may find the
experience of criminal justice proceedings distressing at multiple stages. For
example, the sensory input of bright lights and noise of police sirens; processing
difficulty delaying understanding of questions when being interviewed; new and alien
environments (for example, a courtroom, police station or prison); and lack of
awareness of staff, who may mistake lack of eye contact and communication
difficulties for rudeness or defiance.

Research into Antisocial Behaviour Orders found that people with learning
disabilities or autistic spectrum disorders often did not understand the terms of the
Order or why it was imposed. This makes compliance with such community-based
penalties highly unlikely, which in turn increases the likelihood of eventual custody.
[51]

Prison can have an adverse effect on the health and wellbeing of an autistic
individual. Governments, according to the World Health Organisation, have “a
special duty of care for those in places of detention which should cover safety, basic
needs and recognition of human rights, including the right to health.” [52]

The Equality Act requires that public organisations take into account of how the
experience of their services may differ in people with autism and make reasonable
adjustments so that this group is not disadvantaged. [4].

Identification of people with autism (in order for reasonable adjustments to be made)
is difficult if individuals with autism do not disclose the diagnosis or, indeed, are
undiagnosed. [53] A study looking at autism awareness among prison staff found
that a third of staff surveyed did not know what autism was. Less than half of staff
surveyed were not aware of whether or not they had worked with an autistic person.
[54]
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There have been no published studies looking at the prevalence of autism in English
prisons. A study in a secure hospital (a hospital in which offenders are detained,
usually under the Mental Health Act) reported a 2.3% prevalence of Asperger’s
syndrome, compared to 1.1% in the general population [55] [56].

2.12 Carer health and wellbeing

An informal carer includes any person – such as a family member, friend or
neighbour – who is giving regular, ongoing assistance to another person without
payment for the care given.5 Carers of children or adults with autism may face
considerable challenges. [57] For example, many parents cite the frustrating process
of finding the right educational setting to meet their child’s needs. [47] Pressures
may be emotional, financial/employment and time burden related and can
consequently affect the health and wellbeing of the carer. [57]

There are higher reported rate of stress, depression and anxiety in parents of autistic
children compared to parents of typically developing children. [58] Addressing the
needs of carers is imperative in order to improve the quality of life of the autistic
individual. Behavioural intervention strategies in autism are reportedly less effective
if parental mental health needs are not met. [58]

Carers have the right to request an assessment from local social care teams to
ensure they are adequately supported. [59]

2.13 Health and wellbeing impacts – key points

This chapter has explored the health and wellbeing impacts of autism on both an
individual level and, through its effect on the wider determinants of health, on a
population level.

Autistic children are more likely to be overweight, have restricted diets and perform
less physical activity [14] [15] [39] [40]. There is a higher prevalence of modifiable
lifestyle risk factors among autistic adults and a higher rate of anxiety, depression,
learning disability and epilepsy. [13]

It can be challenging to obtaining the right educational support for autistic children
and, in addition to the child not being able to meet their maximum potential, this can
cause considerable parental stress. By its nature, autism can affect the individual’s
ability to form connections with others. Many autistic people wish to work but are
unemployed. [49] This may be due to lack of employment support or due to
unsuitable work environments or employer attitudes. This can contribute to social
isolation.

Autistic people may face barriers to accessing community and healthcare services;
these include reduced awareness among staff, communication barriers and lack of

5 Informal carers may be in receipt of Carer’s Allowance, which is money (provided by central
government) to support people in their caring role. This is not the same as being paid to provide care
to others as a ‘care worker’ in a professional capacity.
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reasonable adjustments. [32] Unaddressed problems can lead to deterioration of
mental and physical health.

It should be acknowledged that many autistic people see their autism as an integral
part of their identity rather than a disease, disorder or problem that needs to be
cured. However there is a growing body of evidence that suggests that the autistic
population are at a greater risk developing health and social problems and having a
reduced life expectancy than those that are not autistic. [8] It is important to highlight
these inequalities so that changes can be made to redress the balance.

3 Evidence and best practice

This chapter describes some of the key policies, guidance and evidence-based
interventions which aim to improve the lives of autistic people. Current National
Institute for Clinical Excellence (NICE) guidelines will be described in greater detail in
section 4.2.1.

Figure 2 provides a visual summary of the key national policy documents published
in the last decade which impact upon the lives of autistic people. During this time
period there has been significant political change which has coincided with large
reforms to the health and care sector.

The Autism Act, passed in 2009, required the Government to produce a strategy to
meet the needs of autistic adults. The first national strategy, Fulfilling and Rewarding
Lives, was published in 2010, followed the year after with statutory guidance for local
authorities on its implementation. [60] [61] The Strategy was updated in 2014 with
Think Autism. Think Autism placed a new focus on increasing awareness of autism,
improving community involvement and innovative ideas to improve the lives of
autistic people. [12] The strategy was updated in line with recent wider legislative
changes; these included the introduction of the Care Act and educational reforms
brought in as part of the Children and Families Act, both of which had impacts on
autistic children and adults. [62] [59]

The national strategy is aimed towards meeting the needs of autistic adults. However
it does place a focus on young people in regards to their transition to adulthood. . In
this report, legislation that is not necessarily autism-specific but which is relevant to
autistic children will be referred to. A new national autism strategy for adults and
children is due to be published in Autumn 2019.
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Figure 2: Infographic on the key policy drivers for autistic people (2009-2019)

3.1 Prevention

In this section, prevention refers not to preventing the onset of the condition but
prevention of escalating need or requirement for support. The focus in this section is
on secondary and tertiary prevention, whereby support is provided, services planned
and adaptations are made to reduce the impact that being autistic might have on the
individual’s health and wellbeing. This includes removing barriers to accessing
healthcare, appropriate educational support and employment.

3.1.1 Supporting the needs of people who may not qualify for statutory social
care support

Evidence suggests there is a high proportion of autistic people who do not meet the
criteria for statutory social care support, despite having impairments that increase
their vulnerability to poor health. [63]

The Care Act places a duty on local authorities to provide preventative support for
people in their communities. As part of this duty they are required to consider the
needs of autistic people living in their area who do not meet the eligibility threshold
for social care. [59] Assessment of eligible needs should not be influenced by
availability of services. [64]

The social communication difficulties and sensory issues that affect many autistic
people can hinder the development of social connections, access to employment
and appropriate housing. This can lead to loneliness, isolation and vulnerability
towards developing mental or physical ill health leading them to require more support
in future. Low level support can take the form of: mentorship, buddy systems,
projects which aim to promote inclusion in social activities, or support with finding
employment, for example. [12]
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A review of evidence performed by the Department of Health in 2016 explored the
effectiveness and cost-effectiveness for low level support for people with
‘high-functioning’ autism. [63] A service mapping exercise was performed as part of
this to see what strategies were being used in England. The report acknowledged
the paucity of research on efficacy of many of the strategies currently employed.
There was no evidence of significant adverse effects. For some of the services
provided, such as employment support and training in social skills, there was some
evidence to support their continued use. Rather than concluding a lack of efficacy in
low level support strategies, the report highlights a need for greater research in this
area.

3.1.2 Targeting support to known inequality groups

Targeting support to particular societal groups is an important step to address health
inequalities experienced by autistic people.

In a report commissioned by the National Autistic Society, families of autistic children
within Black, Asian and Minority Ethnic (BAME) communities reported difficulties in
obtaining a diagnosis, accessing services and integrating the child within the
community. [65] Certain additional challenges were found to be more prevalent in
BAME communities, some relating to the communities themselves, including: low
level of knowledge of autism as a condition, services available, and parental rights.
Families can experience shame and stigma and a feeling of needing to cope with the
child’s autism independently.

Service providers should actively seek to engage with and be accessible to these
communities. Awareness and understanding of autism in local BAME communities
should be raised, where needed, and service providers’ information on autism and
their services should be promoted to BAME communities (for example, through faith
leaders and other community networks) and readily available in appropriate
languages. Local authorities and Clinical Commissioning Groups (CCGs)6 should
consult families from BAME communities about their specific needs when
commissioning autism services. [65] Ethnic diversity data should be recorded when
gathering data on autism prevalence and on use of local services. [12]

Advocacy, translation and interpretation services should be provided for families from
BAME communities who require support during and following an autism diagnosis.
Peer support forums for parents and carers from local BAME communities should be
commissioned and, where appropriate, support services tailored. [50] [65]

The updated national strategy highlighted the importance of considering services for
older autistic people. [12] This is a historically neglected group in terms of service
provision, as autism was only described in the 1940s. Therefore these are likely to
have been the first generation of adults to be diagnosed and are now entering older
age, which brings its own potential concurrent health conditions. This group is likely

6 CCGs are clinically-led statutory NHS bodies responsible for the planning and commissioning of
health care services for their local area.
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to have had significant support from older relatives and advance planning of the care
and support they are likely to need in future is vital. [12]

3.1.3 Autism Partnership Boards

One of the key recommendations in the original autism strategy, Fulfilling and
Rewarding Lives, was that autistic people and their families should be involved in the
development of local services. Every local area should have an Autism Partnership
Board (APB) in place, the idea being that all relevant stakeholders, including autistic
people and their families and senior commissioners of health and care services are
all involved in identifying local need and planning appropriate services and support.
The APBs should be comprised of individuals across public bodies - including social
care, health, education, housing and criminal justice. They may work with other
statutory local groups, such as Health and Wellbeing Boards. Effective APBs should
define clear goals and monitor progress. [60] [61]

3.1.4 Service design and Joint Strategic Needs Assessment informed

The Autism Act, passed in 2009, required each local authority area to develop a local
autism strategy. A key function of a local strategy is to enable the development and
provision of health and social care services to meet the needs of autistic people
(aged 14+). Local authorities should allocate responsibility to a named joint
commissioner / senior manager to lead commissioning of community care services
for adults with autism. [61]

Local service commissioning plans should reflect joint strategic needs assessment
(JSNA) output and other prevalence data. [2]

3.1.5 Supporting independence

Fulfilling and Rewarding Lives placed a focus on improving access for autistic adults
to the services and support they need to live independently within the community.
Recommendations included:

• Use of reasonable adjustments (to physical environment, communication; See
Section 4.1.6) as is a requirement of services underpinned by equality and
human rights legislation – ‘disabled adults’ includes adults with autism.

• Personalisation of social care including direct payments and personal
budgets. A person receiving direct payments can arrange their own services
instead of receiving the services directly from the local authority with the aim
of providing a person with more choice and control over the care services that
they receive.
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3.1.6 Reasonable adjustments

Autistic people should be able to benefit fully from mainstream public services to live
independently and healthily, including access to appropriate housing to meet
individual needs and education and employment services. Without reasonable
adjustments many services can be inaccessible for autistic people.

Box 3: Reasonable adjustments

3.1.7 Education

The Children and Families Act 2014 introduced significant reforms to care of children
and young people with special educational needs and disabilities (SEND). [62] The
aim of the reforms was to better assess and support children and young people with
SEND, including those with autism, and their families.

Special educational needs (SEN) support is provided in mainstream schools and this
may be adequate for many children. Prior to the reforms, a child with SEND could
have a statement of special educational needs, which would confer eligibility for a
higher level of educational support. Learning difficulty assessments (LDA) were
carried out for young people under 25 who were either in or about to enter post-16
education and who the local authority assessed as needing additional support. The
Act replaced SEN statements and LDAs with coordinated Education, Health and
Care Plans (EHCP). The latter were designed to be more person-centred and
involve a more participative and coordinated assessment.

To be eligible for an EHCP the child needs to have a learning need that cannot be
met by SEN support alone. If the child has a health need but does it does not affect
their education, they do not require an EHCP – but would have a school based
health plan. There is no requirement for a ‘primary need’ on an EHCP (as there was
with SEN statements) as the emphasis is on meeting all the child’s needs rather than
place a focus on one. A young person with an EHCP is entitled to receive support
up to the age of 25 provided they have a demonstrable ongoing educational need.

The process of requesting an EHCP and an outcome should take no longer than 20
weeks. The threshold for referral is low – the child has to have a suspected learning
need.
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Those with an EHCP may be entitled to a personal budget, which can be used to buy
services that support their plan. The information required on an EHCP is divided into
the following categories – the specific categories of need listed followed by the
corresponding provision:

● Views/aspirations of the child or young person
● SEN needs
● Health needs
● Social care needs
● Outcomes
● SEN provision
● Health provision – Clinical Commissioning Group (CCG) or Local Authority

(LA) funded – the organisations agree a percentage split
● Social care provision – e.g. personal budget
● Placement

If a provision is recorded in the EHCP it must be delivered. If a health provision is
recorded, the CCG (or LA, depending on the service) has a statutory duty to provide
this. A specific learning setting deemed and agreed to meet the child’s needs is
named on the EHCP and the LA then has an obligation to fund the child’s place in
that setting. If the setting is a registered school the EHCP funding goes to the school.
Annual review of the EHCP is undertaken.

In 2015, of all children with SEN identified in the UK - with the primary need being an
autism spectrum disorder - 60% had a SEN statement or EHCP. Most recent data
from the Department of Education shows that the number of pupils in January 2018
with SEN increased from the previous year from 14.4% to 14.6%; the percentage of
pupils with a statement or EHCP rose from 2.8% to 2.9%. ‘Autism spectrum
disorder’ was unchanged as the most common type of primary need for a SEN
statement or EHCP, for 28.2% of pupils. [48]

Local authorities, NHS bodies and NHS Foundation Trusts should recognise that
young autistic people who do not have increased provision from an EHCP can still
have difficulties across all four main areas of need:

● communication and interaction;
● cognition and learning;
● social, emotional and mental health difficulties;
● sensory and/or physical needs. [50]

Reasonable adjustments in education settings can benefit young autistic people.
Examples of adjustments to the physical environment may include providing low-light
and/or quiet areas.

Many young people with SEN will move on from the school or college setting at
around age 19. Some may continue in a specialist or mainstream education setting,
whilst others may continue their education outside a formal institution. Autistic young
people with SEN, aged 19 or over, who do not have an EHCP (which would provide
them with educational support until the age of 25), may be eligible for additional
financial assistance. This may come in the form of Learner support funding, which is
provided by the Department for Business, Innovation and Skills to colleges and
training providers through the Education and Skills Funding Agency. This funding
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can contribute to reasonable adjustments (e.g. equipment) required. [12] It is
means-tested and can be applied for through the learning provider, who decides on
the funding amount. The money could be:

● a direct payment which does not need to be paid back
● a loan
● paid to someone else, for example a landlord

Priority may be given to those who are disabled, have a learning disability or are
financially disadvantaged. The Government also provides individual support for
disabled students in the form of disabled student allowances. These are non- means
tested grants which are available for various types of support including hiring a
note-taker, electronic equipment and software, social skills training, travel training,
and 1:1 support. [12]

3.1.8 Employment support

Rates of unemployment are high among autistic adults. [49] Published in 2017, the
report Improving lives: the future of work, health and disability sets out Government
plans to transform employment prospects for disabled people and those with long
term health conditions over the next 10 years. [66]

These include providing enhanced personalised support for autistic adults to find
work and a focus on transition from education to employment. The Children and
Families Act also placed an emphasis on supporting young people with SEND find
employment. [62] Moving from the structured and supported environment of
education to the unknown world of work can be particularly challenging for autistic
young people. [66] Initiatives in progress include work experience programmes,
supported employment and jobcentre support for schools targeting young people
who have a health issue or disability that could disadvantage them in the labour
market.

NICE recommend individual supported employment programmes for autistic adults
without a learning disability or with a mild learning disability, who are having difficulty
obtaining or maintaining employment. [67] Supported employment will be discussed
in Section 5. A programme may include help with CV writing, job applications, job
matching, interview preparation, guidance on reasonable adjustments and support
for the prospective employee and employer throughout the application process and
after the employee starts work.

The face-to face consultation process involved in claiming social security benefits
can cause anxiety for an autistic person. [12] Examples of reasonable adjustments to
mitigate this include allowing the individual to bring a relative, friend or a professional
who can support them to help manage any anxiety they may feel and who can
provide additional information and explanations about the person’s difficulties.
Frontline staff involved in making assessments for benefits should accommodate this
and be trained to ensure they understand the needs of autistic people. [50]
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3.1.9 Access to services

Autistic people can experience a number of potential barriers to accessing services.
Both physical and mental health problems are more common among people with
autism. During the life course an autistic person may develop long term conditions
which require input from primary and secondary healthcare services. [8]

In a healthcare setting, an autistic person may not be able to describe their
symptoms effectively, either due to their autism or perhaps as a consequence of
co-existing anxiety or depression. For effective communication in this setting, the
individual needs to be able to describe a certain physical or emotional state
(including pain and discomfort) and be able to understand and process the
information given to them. Both of these tasks can be difficult for an autistic person.
They may need additional time to describe their symptoms but also may need to be
asked specific questions in order to elicit symptomatology. Ambiguity should be
avoided as it can cause confusion or be misinterpreted. They may require additional
time to process written or verbal information, or require it in an EasyRead format.
Being seen by an unfamiliar GP or other healthcare professional can be distressing
for an autistic child or adult who is used to routine and familiarity. Many autistic
people find it frustrating having to explain their history and the adjustments they
require multiple time, to new faces. This can mean they have difficulty engaging with
clinicians. The result is that important symptoms may not be elicited, and conditions
may be overlooked. These barriers can lead to future avoidance of healthcare
services, potentially impacting on health outcomes. [12]

The ‘Hospital passport’ was developed by the National Autistic Society (NAS). [68] It
is a document designed to be completed and carried by the autistic person and
presented to healthcare professionals in order for staff to be aware of their individual
needs. This mitigates some of the need for the person to repeat themselves and the
individual can choose to include information about how they communicate or express
pain and what reasonable adjustments are needed. The document template was
updated and evaluated in 2017 following consultation with autistic people and
healthcare professionals. It is accessible through the following link:
https://www.autism.org.uk/about/health/hospital-passport.aspx.

Since 2010, a number of guides have been published on making reasonable
adjustments in health care settings. An example is the Green Light toolkit, which is a
guide on auditing and improving mental health services to make them more effective
in supporting autistic people and people with learning difficulties. [69]

Think Autism, published in 2014, recommended possible reasonable adjustments
that could be implemented across multiple public service settings to improve access
to services for autistic people. [12] These are grouped into four categories:
Environmental; Processes; Communications and Planning and preparation:

● Environmental: taking account of hypersensitivities and providing quiet or
lower-light areas. This could take the form of an ‘autism hour’ of low sensory
stimulation, which could be during certain times of day and be implemented
across a range of services – in a leisure centre or Jobcentre, for example.

https://www.autism.org.uk/about/health/hospital-passport.aspx
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● Processes: scheduling appointments (e.g. for outpatient clinics in secondary
care or in primary care settings i.e. the GP surgery) at less busy times,
allocating extra time to adults with autism and being flexible about
communication methods, for example, less reliance on telephone-based
services. This is particularly relevant in GP surgeries – difficulties making
appointments over the phone, or challenges with telephone consultations
have been cited as problematic for autistic people. [32] Providers of specific
specialist services to people with autism should be exploring the use of
assistive technologies with the people they support to help develop their
confidence, sense of achievement and independence. [12]

● Communications: avoiding ambiguous questions, not pressurising adults with
autism in conversation, being aware of sensitivity to touch; ensuring essential
documents and forms are available in accessible formats, in particular, easy
read versions and formats that take account of sensory issues in their choice
of colours

● Planning and preparation: offering opportunities for adults with autism to visit
settings in advance to familiarise themselves with what to expect, for example
visiting a court prior to giving evidence or an optician’s prior to an eye test.
[12]

Carers often play an important role in advocating for the person they look after. For
some autistic people, the carer is the person who knows them best. It is imperative
that their views and opinions are taken into account both when the autistic person is
accessing services and when local authorities are planning and developing services.
[70]

The Westminster Autism Commission’s report on access to healthcare made a
series of recommendations including mandatory training and inspection, better data
gathering – including for GP practices to keep a register of autistic people to allow
reasonable adjustments to be made, running annual health checks and development
of resources to help autistic people access healthcare. [28]

The Quality and Outcomes Framework (QOF) system was introduced in 2004. It is a
pay-for-performance system in which GP practices are paid for achieving certain
prescribed performance targets – ‘indicators’. It comprises a significant part of
practice income. In July 2017 NICE introduced a new Quality and Outcomes
Framework (QOF) indicator, requiring that GP practices keep and maintain a register
of all patients with a diagnosis of autism. [71] This should mean that patients who are
autistic are easily identifiable to staff in the surgery and allow reasonable
adjustments to be made to meet these patients’ needs.

In its annual report on QOF in 2018, NHS England recruited and interviewed
reference groups of patients, practices and commissioners to identify areas for
improvement. [72] Participants suggested use of electronic flags to highlight patients
in primary care that might require longer appointments. The Learning Disability and
Autism group advocated prioritising access for certain patients to avoid anxiety when
appointments are running late. The group also stressed the importance of providing
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EasyRead information to support self-care. Echoing those surveyed in the
Westminster Commission on Autism report, they also supported the expansion of the
annual health check service to autistic people in order to improve quality of care and
access. Providing support for people with autism was subsequently included as one
of the specific actions in the NHS’s Long Term Plan. [73] Commitments include the
introduction of a ‘digital flag’ in the patient record by 2023/24 to ensure staff know
that a patient has autism; providing information and training to NHS staff to support
those with autism; ensuring reasonable adjustments are made so that wider NHS
services can support people with autism; and piloting the introduction of a specific
health check for people with autism (with wider extension if successful).

3.1.10 Housing

Fulfilling and Rewarding Lives made a series of recommendations in regards to
meeting the housing needs of autistic adults.

● The needs of adults with autism should be taken into account in local housing
planning, design and allocation, in line with local priorities.

● Support should be available for adults with autism who want to, or have to,
live independently – both on an on-going basis and during the transition
period into a new home.

● Adults with autism and their carers should be given help to understand the
options available to them, including the financial help they may be entitled to.
[60]

Local authorities are required under the Disability Discrimination Act to consider the
needs of disabled adults, including those with autism, when considering housing
provision. [74] This may include factoring in proximity of support services to the
home or taking into account the individual sensitivities, for example sensitivity to
bright lighting, and making reasonable adjustments for this. In addition local
authorities should make reasonable adjustments to housing design with advertised
choice based lettings. [12]

The Homelessness Reduction Act 2017 significantly reformed England’s
homelessness legislation by placing duties on local authorities to intervene at earlier
stages to prevent homelessness in their areas. It also requires housing authorities to
provide homelessness services to all those affected, not just those who have ‘priority
need’. [75]

3.1.11 Criminal justice system

The updated national autism strategy made reference to work within the criminal
justice system to improve services for autistic people. This included meetings of a
multi-agency Cross Criminal Justice System Government Group which covered
topics including awareness, training and reasonable adjustments; and training tools
developed with and used by the Crown Prosecution Service, the College of Policing
and police forces. [12]

The National Autistic Society has produced guidance for staff working in the criminal
justice system and for police officers. [76] [77]
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In policing terms, an individual is deemed vulnerable if there is a reason to suspect
they have may have difficulty in the communication process. Autism is included as a
relevant condition that could give rise to a risk of miscommunication. Vulnerable
suspects may be designated an ‘appropriate adult’ to support them while they are
being questioned by police. Vulnerable victims, witnesses, suspects and defendants
with significant communication difficulties may be designated an ‘intermediary’. An
intermediary assesses the communication needs and abilities of the vulnerable
person and advises on how best to communicate with the individual. The duty of the
intermediary is to the court, not the vulnerable person. [78] [79]

Liaison and diversion services provide early intervention to people identified as
having vulnerabilities including autism - this facilitates early referral to appropriate
services and possible divergence from the criminal justice system. The National
Offender Management Service has developed tools to help staff identify and meet
specific communication needs of offenders with autism. [12]

3.1.12 Community involvement

There were three key elements to Think Autism: (i) a heavier emphasis on
community involvement; (ii) innovation with respect to services and (iii) improved
data collection and coordination of advice and information services for autistic
people. [12]

The government assigned £4.5 million to the Think Autism awareness and
champions programme and to the Autism Innovation Fund in the 2013/2014 year.
The awareness programme was developed with the aim of supporting autistic people
and autism workers to fund activities, working with local partners, to increase
awareness and understanding about autism in their communities. The Autism
Innovation Fund was set up to fund innovative ideas for local services and projects -
in particular, services that would provide lower-level support, targeting those service
users that did not meet eligibility criteria for statutory support.

The progress report on Think Autism summarised the how the Autism Innovation
Fund had been spent, illustrated with case studies of good practice, with particular
emphasis to low level support in terms of early intervention and crisis prevention.
[50]

3.2 Identification and early intervention

This section focuses on best practice recommendations for how to develop a quality
diagnostic and post-diagnostic service for autism and on how to ensure that
awareness of frontline staff is such that services are accessible and acceptable to
those accessing them.
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3.2.1 Provision of diagnostic pathway

The national autism strategy requires every area to develop a ‘clear, consistent
pathway for diagnosis, followed by the offer of a personalised needs assessment’.
[60] The NICE clinical pathway on management of autistic adults was published in
June 2012. [67]

Local authorities should be following NICE guidance on diagnostic pathways and
using a framework for assessing care and support needs of autistic people. A
diagnosis of autism should prompt a carers’ assessment. [12]

Benefits of diagnosis in childhood include: timely access to educational support in
school; and access to support for parents and carers. Increasing awareness of
autism has led to an increasing number of people receiving a diagnosis in adulthood.
Though this population will be identified too late to benefit from school educational
support, benefits to having a diagnosis include potential access to social care and
welfare support, employment seeking support and rights to reasonable adjustments
to the workplace under the Equality Act. [4] Receiving a diagnosis can also help
individuals understand why they may experience the world differently to their peers.
Statutory guidance has been issued on the post-diagnosis information autistic adults
are likely to need and the requirement for routine assessment and audit of quality of
diagnostic pathways. [64]

3.2.2 Awareness (frontline staff training)

One of the biggest barriers to autistic children and adults accessing services cited is
lack of awareness and tolerance of staff. [28] More work needs to be done to
increase the awareness and understanding of autism among frontline professionals.
[60] Autism should be included in equality and diversity training across all public
services. [12] Services should work with partners to develop effective training to be
used by local authorities and there should be provision of specialised training for
certain professions including health and social care, staff in the criminal justice
system and disability employment advisors - in order to improve understanding of the
condition and enable staff to make reasonable adjustments to the services they
provide. [6]

In February 2019, the Government published proposals for all health and social care
staff to receive mandatory training on autism and learning disability. [80] At the time
of writing this report, these proposals are out for public consultation.

3.2.3 Data collection and coordination of information

One of the challenges of planning services for autistic adults is variable data quality.
[50] It is difficult to plan accurately for the needs of a population if some parts of the
population are difficult to access, or if demographic data/recording of diagnosis is
incomplete.

Service providers and commissioners need to understand the characteristics of the
population they serve in order to best meet their needs. Therefore it is important to
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capture certain types of information in the dataset collected. [50] Box 4, from the
national strategy progress report, outlines the important types of data to collect.

Box 4: Good practice on types of data to collect

3.2.4 Local authority responsibility to identify people <18 who may require
support (Care Act)

The Care Act requires local authorities to identify individuals under the age of 18 who
are likely to have care and support needs after turning 18. [59] The Act’s
accompanying care and support statutory guidance is intended to help local
authorities identify young people who are not receiving children’s services but who
have a high chance of requiring care and support as adults, for example, autistic
young people whose needs to date have been met by their educational institution –
but who may need further support after leaving that setting.

3.2.5 Prompt of carer’s assessment

All adults receiving a diagnosis of autism should be offered a community care
assessment, regardless of where they are on the spectrum. [59]

Under the Care Act 2014, a carer for someone with a health problem or disability is
entitled to their own assessment for statutory support regardless of whether the
individual whom they look after is eligible themselves. [59]
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NICE guidance recommends that families, partners and carers of autistic adults
should be offered an assessment of their own needs. [67] They may require
personal, social and/or emotional support. Practical support in their caring role, such
as arranging respite care and planning future care for the autistic person, should be
offered.

3.3 Treatment, care and support

There is no single intervention that will benefit all autistic people due to the spectrum
nature of the condition. Autism is a lifelong condition and behaviours may change
over time. Interventions need to be personalised and be responsive and evolve over
the person’s life to adapt to changing needs.

There is no ‘cure’ for autism, but there are interventions which can be helpful in
managing some of the core features of autism and some of its associated
behaviours. There are also interventions which can support families and carers.

The Health and Social Care Act 2012 sets out a clear expectation that the care
system, i.e. commissioners and providers of health and social care, should consider
NICE quality standards in planning and delivering services, to ensure continuous
improvement in quality. [81] These standards, produced in 2014, describe
high-priority areas for quality improvement (Box 5) and cover health and social care
services for autistic adults, young people and children. [82]
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Box 5: NICE Quality Standard on Autism

Source: NICE [82]
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3.3.1 Interventions

The National Institute for Health and Care Excellence (NICE) has developed clinical
guidelines for both children and adults for diagnosis of autism as well as
management and support. [67] [83]

Psychosocial interventions for the core symptoms of autism
For the core features of autism in children and young people NICE recommends
considering a specific social-communication intervention that includes play-based
strategies with parents, carers and teachers to increase joint attention, engagement
and reciprocal communication in the child or young person.

For adults with autism without a learning disability or with a mild to moderate learning
disability, who have identified problems with social interaction, NICE recommends
considering:

● a group-based social learning programme focused on improving social
interaction

● an individually delivered social learning programme for people who find
group-based activities difficult.

Psychosocial interventions focused on life skills
NICE guidelines recommend offering autistic children and young people support in
developing coping strategies and accessing community services, including
developing skills to access public transport, employment and leisure facilities.

For adults with autism of all ranges of intellectual ability, who need help with activities
of daily living, NICE recommends considering a structured and predictable training
programme based on behavioural principles.

For adults with autism without a learning disability or with a mild to moderate learning
disability, who are socially isolated or have restricted social contact, consider:
1 a group-based structured leisure activity programme
2 an individually delivered structured leisure activity programme for people who

find group-based activities difficult.

For adults with autism without a learning disability or with a mild to moderate learning
disability, who have problems with anger and aggression, an anger management
intervention, adjusted to the needs of adults with autism, should be offered.

For adults with autism without a learning disability or with a mild learning disability,
who are at risk of victimisation, anti-victimisation interventions based on teaching
decision-making and problem-solving skills should be considered. These
interventions can include identifying and, where possible, modifying and developing
decision-making skills in situations associated with abuse and developing personal
safety skills.

For adults with autism without a learning disability or with a mild learning disability,
who are having difficulty obtaining or maintaining employment, an individual
supported employment programme should be considered (as discussed in Section
4.1.8)
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Biomedical (pharmacological, physical and dietary) interventions and the core
symptoms of autism
In their guidance NICE list a number of treatments that have been studied that are
ineffective in managing the core features of autism, in addition to their use being
potentially risky, and so should not be used. Further detail can be found in the NICE
Guidance. [84]

3.3.2 People with co-existing mental disorders

In their guidance for under-19s, NICE recommends assessing for co-existing medical
and mental conditions and recommends assessing and intervening for sleep
disorders in children. [84]

Autism can co-exist with mental health problems. The underlying autism may be
masked by the mental health problems, e.g. anxiety and depression. As such, using
various interventions like antidepressants alone may not be appropriate or effective.

For adults with autism and a coexisting mental disorder the pharmacological or
psychosocial interventions informed by existing NICE guidance for the specific
disorder should be used but may need to be adapted for autistic people following
consultation from a specialist autism team.

For the management of anxiety in autistic adults The National Autistic Society
recommends strategies such as keeping diaries, using anxiety management apps,
using relaxation techniques and getting support from other autistic people. [85]

3.3.3 Challenging behaviour and crisis services

Autistic people, particularly those with co-existing learning disability, can sometimes
present with behaviour perceived by others to be ‘challenging’. Challenging
behaviour has been defined as:

‘Culturally abnormal behaviour(s) of such an intensity, frequency or duration that the
physical safety of the person or others is likely to be placed in serious jeopardy, or
behaviour which is likely to seriously limit use of, or result in the person being denied
access to, ordinary community facilities.’ [86]

Assessment usually requires observation and a physical assessment to exclude
physical causes with the development of a behavioural support plan and referral to
secondary care services. The causes of behaviour that challenges for an autistic
person can be multifactorial, and can involve physical health conditions, mental
health problems and environmental factors (that is, relating to the person's social or
physical environment, e.g. abusive or restrictive social environments.). NICE has
issued guidance on prevention and interventions for challenging behaviour. An
assessment should take all these factors into account, and also consider the risk of
harm to the person and others, before appropriate interventions are agreed for the
behaviour and any identified physical health conditions or mental health problems.
[87] Psychosocial interventions are first-line if physical and mental health disorders
have been excluded. Anti-psychotic medication should only be considered if there is
no improvement with psychosocial interventions alone. [87]

https://www.nice.org.uk/guidance/qs51/resources/autism-pdf-2098722137029
https://www.nice.org.uk/guidance/qs51/resources/autism-pdf-2098722137029
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3.3.4 Carer support

All adults receiving a diagnosis of autism should be offered a community care
assessment, regardless of where they are on the spectrum, and all carers should be
informed of their right to a carer’s assessment. [59]

3.3.5 Transition to adult services

Despite being primarily developed to meet the needs of autistic adults, both national
autism strategies to date have placed a focus on young people – specifically, their
transition from children to adult services. While there may be geographical variation
and disparities in services available to autistic young people, it is generally accepted
that the availability of support available after leaving children's services significantly
diminishes, particularly if the adult is deemed ineligible for social care or does not
have a co-existing learning disability or mental health diagnosis (therefore not falling
under the remit of these dedicated services).

The Children and Families Act makes provision for children and young people with
SEND aged up to 25. [62] One of the criticisms of the previous system was the fact
that the legislation that applied to SEND in schools was not coordinated with
legislation that applied to young people with learning difficulties in further education.
Children aged 16 would ‘fall off a cliff edge’. The reforms brought a 0-25 year old
system and as such a continuity of support beyond 18 and up to 25, should an
individual require further support and training to achieve their educational goals. The
problem with this is that many health services have their own cut-off ages – for
example child psychology and adult psychology are separate branches and a child
psychologist may not see a service user over the age of 18.

Good transition planning in schools brings together education, health and social care
staff when a young person has complex needs. [12] NICE have produced clinical
guidelines to aid clinicians in managing children transitioning to adulthood. [88] Local
authorities should reassess young people at around age 14 years of age to
determine ongoing need for support into adulthood and the provision that will be
required to meet these needs. This assessment should encompass multiple domains
including personal, educational, occupational, social and communication functioning
as well as assess co-existing conditions such as depression or anxiety. If treatment
is required into adulthood the transition process should be performed smoothly with
full knowledge and understanding and involvement of the young person by the time
they reach 18 years of age. [88] Effective transition planning should include career
preparation up to age 16 and plans for education, employment, training, transport,
housing and leisure from 16 to 25 and beyond.

The Children and Families Act made it mandatory for local authorities to prominently
display what services were available in the form of a local offer, with input from
service users i.e. children, young people and parents, in its development. [62] The
local offer was required to include advice and support sources to help young people
transitioning from school and post 16 provision into adult life. There was Department
of Education funding for the National Autistic Society to publish a guide for local
authorities to involve young autistic people in developing their local offers. [8]
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3.3.6 Advocacy

Advocacy as defined in the statutory guidance of the Care Act is ‘supporting a
person to understand information, express their needs and wishes, secure their
rights, represent their interests and obtain the care and support they need’. [59] The
nature of the communication problems some autistic people have means that this
can sometimes be difficult. This may be needed at any time in the life-course, for
example during the transition from child to adult services, or when seeking housing
or employment. However complex people’s needs are, local authorities must ensure
people are supported to express their views and helped to consider what options
they have, which increases individuals’ control and self-determination. The Care Act,
therefore, places a duty on local authorities to offer support from an independent
advocate, if required, to enable people to be involved in decisions about them and
their care and support. [59]

The professional advocate will provide support and encouragement to a service user
to enable him/her to access services needed to live an independent life in the
community. Advocates work in partnership with the service user, researching options
so that the service user can make an informed choice, and then providing support in
seeing the decision through.

3.4 Summary of evidence and best practice

Best practice guidance is informed by several pieces of legislation, including the
Autism Act, the Children and Families Act and the Equality Act, in addition to NICE
guidelines, the national strategy for autistic adults and its associated statutory
guidance. [2] [62] [4] [64]

Key interventions for children are early diagnosis and access to appropriate
educational provision. There should be an emphasis on local provision as upheaval
can be distressing for the child and family.
Effective transition planning should start at age 14 and include career preparation up
to age 16 and plans for education, employment, training, transport, housing and
leisure from 16 to 25 and beyond. [88]

For adults, key interventions include access to diagnostic services, social support
such as employment and education support, housing and psychosocial input/social
skills training to help reduce isolation. [67] In order for service providers and
commissioners to effectively meet the needs of the population a complete data set
must be collected that captures the characteristics of that population, including ethnic
diversity. [50]

Children and adults with autism experiencing mental health problems should have
access to appropriate specialist preventative support and intervention.

Public services should offer an accessible environment for autistic people. [12] The
needs of carers and family members need to be considered and appropriately
addressed due to the nature of autism and the impact this can have on family and
carers’ health and wellbeing. [57]



Autism Needs Assessment | 42

4 Local data and inequalities

4.1 National estimates applied to the local population

4.1.1 Estimating autism prevalence

In order to estimate the prevalence of autism in the general population, reliable and
well-constructed research is required. Some of the factors which contribute to ‘good’
research include: testing a representative sample of the population (by age, gender,
ethnic group, and socio-economic status), using reliable methods of detection, and
using robust and validated measures. Unfortunately, when determining a “true”
prevalence of autism, few of these factors are routinely present in the extant
literature. Differences in methodologies and approaches have resulted in a range of
estimates regarding the prevalence of autism, and these are indicated in Figure 3
below.

Figure 3: Presentation reflecting the range of prevalence estimates

Source: Adult Psychiatric Morbidity Survey (2014), Improving Health and Lives (2010), Baron-Cohen
(2009) [89] [90] [91]



Autism Needs Assessment | 43

Childhood autism
Estimates for the prevalence of autism in children are derived from a study by
Baron-Cohen and colleagues, which conducted a survey of children aged 5-9 on the
SEN register in Cambridgeshire, and subsequently estimated the prevalence who
may be undiagnosed. [91]

According to this study, approximately 1.6% of children aged 5-9 in state schools are
estimated to be autistic (including diagnosed and undiagnosed), with a range
between 1.0 and 2.5%. When this prevalence is applied to the local school census
information, this would equate to 119 students aged 5-9 estimated to be autistic, with
a range from 75-186.

Estimates suggest the ratio of known to unknown diagnoses of autism in children
age 5-9 is around 3:2 (for every three diagnosed students there are two without a
diagnosis). This equates to an estimate of between 0.8 and 1.2% of 5-9 years olds
known to be autistic locally (mean of 0.9%). Applying this prevalence to the local
population would result in approximately 71 students (with a range of 57 to 88). [91]

Adult autism
The most commonly used population estimates for autism come from the Adult
Psychiatric Morbidity Survey (AMPS), which sampled adults (age 16+) living in
private households in England. The estimates used a combination of self-completed
screening tools (AQ-20) and semi-structured follow-up assessment of a subset of the
sample. The national survey estimates 0.8% of adults (age 16+) have autism,
however the ‘true’ prevalence is likely to be between 0.5% and 1.3% of the
population. Some limitations of this dataset are that the sample does not cover
people who are homeless, living in temporary accommodation or living in prison and
the screening tool is not robustly validated. [90] The low prevalence estimates from
the survey may reflect reporting and recording biases and thus may not be entirely
reflective of the true population prevalence of autism.

In Figure 4, which shows the prevalence of autism by age group, the uncertainty of
the estimates is demonstrated by wide variation amongst the age groups, and in
particular evidenced by the sharp drop in estimated prevalence in the 35-54 year age
group (despite autism being a life-long condition).
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Figure 4: Prevalence of autism in England, by age group (2007 and 2014 combined)

Source: Adult Psychiatric Morbidity Survey

Using the prevalence figures from the APMS, the estimated numbers of residents
with autism in City and Hackney have been estimated in Table 4.

Table 4: Estimated number of residents with autism (2019)

City of London Hackney

Age group Estimated
number

Estimated
Range

Estimated
number

Estimated
Range

16-34 40 20 < 83 1595 776 < 3252
35-54 3 1 < 8 104 35 < 306
55-74 17 8 < 38 323 143 < 723
75+ 2 1 < 10 34 8 < 149
All 16+ 57 34 < 95 1844 1111 < 3055

Estimates
applied to
18+
population
(for
comparison
purposes)

56 34<93 1,798 1,083<2,978

Source: Adult Psychiatric Morbidity Survey (2014), GLA housing-led population projections (2019)
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4.1.2 Potential unmet need

Children
Estimates from the literature (applied to our local population) suggest between 75
and 186 children aged 5-9 in state-maintained schools are autistic. Of these,
between 57 and 88 would be known to have the condition (using the SEND system).

Locally held records on SEND are not directly comparable to estimates because
detailed SEND information (that shows autism) is not routinely submitted to the
CAPITA system by academy schools and there are 17 academies in Hackney. This
means not all students with SEND relating to autism will be reflected in local data.

Despite this imperfect comparison, local data shows 242 students aged 5-9 are
recorded with autism. Whilst this prevalence is already higher than that those
estimated from the literature, given that autism is often under-diagnosed this would
suggest that local prevalence is even higher than the estimated prevalence.

Adults
As discussed in the previous section, there are some significant limitations to the
reliability of prevalence estimates for the autistic adult population. The estimated
prevalence of autism by age along with the methods of screening, indicate these
methods provide a highly conservative estimates for the prevalence of autism in
adults.

The most comparable source of local data (to population estimates) comes from the
recorded prevalence of autism in GP practices. However given the known recording
bias seen with a condition like autism and population data from GP registers tends to
over-estimate the resident population, this source also has several limitations when
trying to predict level of unmet need.

Prevalence estimates using the APMS suggest that there are 1854 autistic adults
within Hackney and the City in 2019, with a range of 1,117 and 3,071 people.
However, the number of adults (aged 18+) recorded with autism by their GP is 569.
This suggests there are between 548 and 2,502 City and Hackney residents aged
18+ who may have undiagnosed autism.

Given the relatively recent developments in professional and societal understanding
of autism, it is likely there are high levels of under-diagnosis and reporting of the
condition (both locally and nationally) which contributes to the level of unmet need in
the population.
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4.2 Local data and unmet need

There is no one source of local information on people with autism, therefore this
section draws data from several areas where individuals are known to be identified
with the condition.

Data from state-maintained schools is the most complete dataset for investigating
autism prevalence, and is available for both Hackney and the City of London.

Autism records collected by GPs involves low numbers of patients which can be
potentially identifiable at small geographical levels, so data is only presented for
Hackney and the City of London combined.

4.2.1 Special educational needs and disability (SEND)

Notes on Hackney SEND data
The SEND information used in this section reflects students recorded in Hackney
school census 2018. The data reflects students attending state-maintained schools7

within the geography, and does not reflect young people who are educated in other
settings (such as private schools, home schooling or some independent schools).
Approximately 22% of school-aged children in Hackney attend independent and
private schools - this is particularly relevant for the local Charedi (orthodox Jewish)
population who represent one in five people under the age of 18 in the local area.

Hackney
In Hackney schools there are a total of 609 student records recorded with a SEND
relating to autism. This number reflects 1.8% of the recorded student population. The
majority of students recorded with autism also have an Education Health and Care
Plan (EHCP) (80%). An EHCP is used to support students whose needs are beyond
the capacity available within routine school provision (SEN support) which indicates
the majority of students known to have autism are likely to have a higher level of
impairment. [92]

City of London
In the City, there is one state maintained primary school in the local area. All
secondary provision (4 schools) is operated privately, however the City of London
Corporation manage 2 of those sites, therefore information about young people
attending these schools is more readily available for reporting purposes. In total 15
pupils are known to have an SEND relating to ASD and 8 of those have an EHCP.

7 Maintained school – funded by the local authority (LA)
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4.2.2 GP records

The data used in this section includes GP patients who live within Hackney and the
City of London, and who are registered at a GP practice within the City of London,
Hackney, Newham, Tower Hamlets or Waltham Forest. Twenty-six different clinical
(READ) codes were included to identify patients with autism.

There are a total of 1,417 GP patients of all ages with a coding of autism in the City
and Hackney, comprising 0.34% of the total registered patient population.

The majority (75%) of patients were recorded with autism in the past 10 years
reflecting the relatively recent increase in awareness of the condition. There are
clear demographic trends to the data which reflect the inconsistency in recording of
autism in primary care, these trends are explored in section 5.3 Local inequalities
data and section 5.4 Comparison with other areas and over time.

Figure 5: Number of new recordings of autism in City and Hackney GP practices, by
year (1998 to 2017)

Source: Clinical effectiveness group (2018). [93]

4.2.3 Social care (adults)

Historically, autism and other health-related conditions were not routinely collected in
adult social care data systems in a meaningful way; this meant local authorities were
unable to see which health conditions most affected social care clients. In recent
years (since the Autism Act and the political emphasis towards improving the
integration of health and social care systems), efforts have been made to capture
health information of social care clients in a more systematic way. To account for this
in the needs assessment, data analysts within Hackney performed a free text
analysis of Mosaic records to estimate the level of underreporting of autism in social
care data. The free text analysis aimed to improve the reflection of autistic people in
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contact with local services along with any differences between people confirmed as
having an autism diagnosis (using the ‘health condition’ field in Mosaic), people likely
to have autism (based on free text description) and those who may be affiliated with
an autistic person (based on free text description).

Hackney Mosaic record identification methods
A social care record is created when an individual makes contact with local services.
Each record should represent one person in contact with services8. The record could
reflect a range of services, from a straight forwards telephone call involving general
advice and signposting to a person receiving comprehensive domestic support
arrangement to meet their needs.

The Hackney Performance and Improvement Team provided a data extract for all
clients ever recorded on Mosaic (system implemented in September 2014) with a
mention of an autism-related word.

A list of autism-related words was compiled by a GP trainee following a rapid
literature review and collaboration with social care commissioning leads (Table 5).
When discussing records identified using this method, this document will refer to
records with ‘autism’.

The Hackney Data and Insight Team performed the second stage of free text
analysis to indicate the likelihood of the word ‘autism’ being attributed to the
individual or another person (such as a friend or relative). The analysis used Python
software to explore the 20 words surrounding each appearance of an ‘autism’ term,
and number of times it was mentioned. This produced a likelihood score of between
one and five, where five is highly likely and one is very unlikely. A record was
attributed as the individual being ‘likely autistic’ where the likelihood score was either
four or five (where the majority of mentions of autism terms did not co-occur with a
mention of a relation, friend or carer within the surrounding 20-word “window”).

Table 5: Autism-related words used in the free-text search of mosaic records

Autis*
Asperg*
‘pervasive development disorder’
ASD
PDD
HFA (‘high functioning autism)

The free text analysis identified 6,513 records mentioning ‘autism’; after removing
duplicates and records where insufficient data was available 4,243 records remained
(recorded between September 2014 and March 2019). [94]

Using this method, there were 3,804 individuals who made contact with Hackney
Adult Social Care between September 2014 and March 2019 who were likely to be

8 Despite the system being designed to reflect one record per client, it is possible for a person to make
multiple contacts with adult social care with different circumstances which can create duplicate
records for the same individual.
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autistic. The remaining 449 records are thought to relate to another person in contact
with an autistic person (such as a relation, friend or carer).

Before the free text analysis there were 283 individuals with a health condition
explicitly recorded with autism. Of these, 226 also had ‘autism’ mentioned in the
case notes or assessment forms. The remaining 57 records were combined with the
free text identified clients who were likely to have autism, resulting in a total dataset
of 4,300 records (3,861 of which are likely attributed to an autistic individual).

Of the free text records that discuss ‘autism’ but are not attributed to the individual,
the most commonly associated term associated with the record was “mum” or
“mother” which was mentioned in 47.7% of records (generally in the context of being
the mother of someone with autism).

Figure 6: Overview of the record identification process used to reflect adults in
contact with Hackney adult social care
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Hackney local data
Of all Mosaic records recorded by Hackney adult social care between September
2014 and March 2019, 3,861 individual records were attributed to an autistic person
(using the method outlined in the previous section).

Of the records identified by this method, 157 autistic adults were eligible for adult
social care support and received a service9 from during the 2018/19 financial year.
All of the people receiving a service had a health condition validated client record of
autism.

From the information available for this this report we are unable to determine how
many people had made contact but did not receive services in this financial year.
Despite this, the remaining 3,705 ‘likely autistic’ individuals who made contact with
adult social care between 2014 and 2018 (96% of all ‘likely autistic’ contacts) did not
receive a service at any point during this time. [94]

City of London
Due to the small numbers of autistic adults, further information cannot be disclosed
for this locality due to the potentiality of identification of individuals. [95]

4.3 Local inequalities data

Notes on the data
Data in this section comes from three main sources: 1) GP records, as mentioned
earlier, 2) SEND data from the Hackney Learning Trust, and 3) data from social care.
GP records were examined using the methodology described in section 1.2.2 and so
comprises those individuals living within the City and Hackney and being registered
at a GP within Hackney, the City, Tower Hamlets, Waltham Forest, or Newham. Data
from the Hackney Learning Trust reflects the number of student records held by the
Capita system – this is different to the total number of students reflected by the
school census (which is a snapshot of pupils taken in January each year) and is
more comprehensive as it covers information on demographics and school
exclusions not available elsewhere. This means that, due to differences in the total
school age- population denominators, data is not directly comparable to sections
1.2.1 or 1.4.1. One limitation with the Capita data is that it does not reliably reflect
autistic students with a SEND support who do not have an EHCP. As the data for
social care does not have a reliable denominator, we are unable to provide
prevalence rates for inequality strands but have presented the number of unique
adults social care records that are either confirmed or likely* to be relating to an
autistic person. The data has been presented in this section according to broader
equality strands and provided for where data is available.

9 The list of services includes; long term care (home care, care home, day care), telecare or
reablement received by clients during the financial year. It includes people receiving direct payments.
It does not include people receiving carer services.
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4.3.1 Age

GP records show that the highest proportion of autistic patients in City and Hackney
are in the 5 to 11 age band. The proportion of residents with autism has been
increasing in the period from 2016 to 2018, with the highest incremental increases
seen in the age bands covering ages 5 to 24. Given that autism is a lifelong
condition, it would be expected that the proportion of residents with autism would
remain fairly stable across age bands. Nevertheless, as there has been an increase
in understanding (and therefore, diagnosis) of autism over the last couple of decades
the low proportion of residents with autism aged 25 and over (particularly in the 65
and over group) suggests there may be a high proportion of older people who remain
undiagnosed.

Figure 7: Proportion of City and Hackney (resident) patients with autism, by age
band (2018)

Source: Clinical effectiveness group (2018). [93]

Figure 8 shows the proportion of City and Hackney residents with autism, by current
age band and age band at diagnosis. Most children up to the age of 11 are
diagnosed when they are under 4 years old. In older age bands there is a greater
variation in age at diagnosis, with more children being diagnosed between the age of
5 to 11, and 12 to 17. Older residents (25 and over) are more likely to have been
diagnosed later on in life, i.e. during adulthood. No residents over 65 received their
diagnosis under the age of 25. It is likely that those diagnosed in adulthood will not
have been able to benefit from the additional educational support they would have
been entitled to.
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Figure 8: Proportion of City and Hackney (resident) patients with autism, by current
age band (x axis) and age band at diagnosis (see key; 2018)

Source: Clinical effectiveness group (2018). [93]

Analysis of data from HLT of student records of those with SEND with autism, shows
that the prevalence of autism by age band follows a similar pattern to the overall
distribution of students by age. There is significantly lower prevalence of autism in
students aged 16 to 24 in comparison to those under the age of 16.

Some of the reasons driving the lower prevalence of autism in students aged 16+
include:

● a smaller number of students attending 16+ education results in
harder-to-identify SEND

● a higher educational level may not be appropriate for some students already
with SEND support for autism

● students with autism no longer stated as having a need for EHCP, but this
doesn’t preclude their having a need for additional support as once
involvement in needing an ECHP is closed they may not be picked up in
reporting

● students attending 16+ education may have support provided through their
college/institute of further education and thus may apply for an EHCP

● those who are post 16 and not in education may have their EHCPs ceased
and thus would not be recorded



Autism Needs Assessment | 53

Figure 9: Proportion of student records in Hackney with SEND of autism, by current
age band (2018/19)

Source: Hackney Learning Trust (2018/19). [92]

Figure 10: Proportion of student records in Hackney with SEND of autism, by school
setting (2018/19)

Source: Hackney Learning Trust (2018/19). [92]

We do not have reliable denominator information to present prevalence rates by
demographic group in social care and as such, therefore the section below describes
the distribution of data instead. The data reflects the number of unique adults social
care records that are either confirmed or likely* to be relating to an autistic person

The majority of people making contact with adult social care (who are likely to be
autistic) are over the age of 65.
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Figure 11: Proportion of those with confirmed or likely autism accessing adult social
care (2018/19, 16+)

Source: Hackney Performance Team (2019). [94]

Adult social care records show two thirds (65%) of autistic clients are under the age
of 40 and a very small proportion (around 1 in 20) are aged 65+.

Figure 12: Proportion of records by age group (2014 – 2019)
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4.3.2 Gender

The gender distribution of City and Hackney residents with autism identified on GP
records is similar to that seen in national population data, with a male: female ratio of
approximately 4:1. This is also similar to other areas in East London.

Figure 13 shows that the proportion of male patients with autism is greater than
female patients with autism across all age groups.

The all-age gender ratio between autistic patients is approximately 3:1 male:female
in the City and 4:1 in Hackney. This different ratio in the City likely reflects the low
numbers of autistic patients resident in the City.

Figure 13: Proportion of City and Hackney (resident) patients with autism, by gender
and age group (2018)

Source: Clinical effectiveness group (2018). [93]

When examining data from HLT on autism amongst the student population, the
gender distribution of autism is broadly consistent with that reported nationally. [96]
Figure 14 shows the proportion of student records by gender with the overall gender
ratio is 4.2 males for every 1 female. This gender difference may reflect the
differences in presentation of autism between boys and girls and subsequent under-
or delayed diagnosis in among girls, as discussed in Section 3.5
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Figure 14: Proportion of student records by age band and gender (2018)

Source: Hackney Learning Trust (2018/19). [92]

When looking at those who are accessing adult social care, there are differences in
age trends by gender, particularly in the 18-24 and 40-64 age groups.

The overall gender ratio of autistic social care clients is 1.3 males for every 1 female.
An interesting finding from the data extract exercise is that the gender ratio of cases
exclusively confirmed with a health condition of autism (as opposed to including
those with ‘likely autism’ based upon free text record search) shows a larger
male:female gender ratio of 3.4:1. This suggests gender differences are more likely
to be observed among cases known to local learning disability service, who are more
likely to be recorded with autism as a health condition.

Figure 15: Proportion of records by gender and age group (2014 – 2019)

Source: Hackney Performance Team (2019). [94]
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4.3.3 Ethnicity

Figure 16 shows the distribution of City and Hackney patients identified with autism
broken down into broad ethnic groups. The highest prevalence of autism is observed
in Black patients - this rate is significantly higher than people from Asian, White or
Other ethnic backgrounds.

Figure 17 explores the prevalence by detailed ethnic category, however given the
low number of individuals per group we cannot be statistically confident that the
observed differences are true (as shown by the overlapping black lines on the figure
that relate to the 95% confidence interval).

In total 17% of all autistic GP patients do not have an ethnic group recorded (either
not stated, unclassified or blank). This high percentage of missing ethnic group
records could relate to younger patients (who form the majority of the autistic patient
population) as ethnic group may not be captured as accurately in children. This work
could be explored further by public health team or the local GP confederation.

Figure 16: Proportion of City and Hackney (resident) patients with autism, by broad
ethnic group (2018)

Source: Clinical effectiveness group (2018). [93]
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Figure 17 : Proportion of City and Hackney (resident) patients with autism, by
detailed ethnic group (2018)

Source: Clinical effectiveness group (2018). [93]

National reporting shows students from Asian ethnic backgrounds are significantly
less likely to be recorded with an SEN relating to autism than White British students
and Black Caribbean and Black Other student are more likely to be recorded with
autism. [96] Despite these national trends, no existing prevalence estimates adjust
values for ethnic group, generally because of low number of autistic people in
research meaning sub-group analysis cannot be robustly measured.

Local Hackney data reflects the patterns found in national reporting as shown by
Figure 18 below with a higher recorded prevalence of autism in students from Black
and Mixed ethnic backgrounds than students from White backgrounds. There is also
a significant difference between the prevalence of autism in Asian students
compared to Black students locally. The difference in prevalence by ethnic group is
only evident in male students and is not visible in females, this may be due to:

● underreporting of autism in females which masks any gender differences
● recording bias exposing ethnic bias
● a true difference in the prevalence of autism by gender and ethnic group
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Figure 18: Proportion of student records by broad ethnic group and gender (2018/19)

Source: Hackney Learning Trust (2018/19). [92]

The majority (73%) of autistic adult social care records reflect clients from White or
Black ethnic backgrounds.

Figure 19: Proportion of records by age group (2014 – 2019)

Source: Hackney Performance Team (2019). [94]
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Unfortunately as only 20% of records had a detailed ethnic group recorded, we are
unable to reliably reflect a further ethnic breakdown. The majority of records that do
have a detailed ethnic group recorded fall into the following 5 detailed categories:

● White British
● Jewish
● Caribbean
● Black British
● African

4.3.4 Socio-economic status

The English Indices of Multiple Deprivation (IMD) measure relative levels of
deprivation in 32,844 small areas called Lower-layer Super Output Areas (LSOA) 10,
in England. It measures 7 domains (income, employment, health deprivation and
disability, education skills and training, barriers to housing and services, crime and
living environment) and produces a total score for each local authority. Most of the
indicators used for these statistics are from 2015. Data from GP records (see Figure)
indicates that a higher proportion of autistic residents live in the most deprived areas
compared to the least deprived areas.

Figure 20: Proportion of City and Hackney (resident) patients with autism,
deprivation quintile11 (all ages, 2018)

Source: Clinical effectiveness group (2018). [93]

11 Quintile – any of five equal groups into which the population is divided according to the IMD (see
note) scale of most and least deprived in England

10 A small area with a defined population that can be used provide an overview of information about
that population. In 2010, the average LSOA in London covered a population of 1722 people.



Autism Needs Assessment | 61

Figure 21, a map of the City and Hackney geographical area, provides a visual
representation of the distribution of patients with autism by the LSOA in which they
reside.

Figure 21: Proportion of City and Hackney (registered) patients with autism, by total
lower super output area population (all ages, 2018)

Figure 22 shows the proportion of patients with autism residing in City and Hackney
by GP practice. The practice with the highest proportion (0.7%) of registered patients
with autism has a proportion that is nearly 4 times higher than that of the practice
with the lowest (0.2%). Looking at the practice demographics, the practice with the
highest proportion of patients with autism is on the most deprived centile for
deprivation. The practice with the lowest proportion of patients with autism is on the
third most deprived centile for deprivation.
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Figure 22: Proportion of City and Hackney (registered) patients (per GP practice)
with autism (all ages, 2018)

Source: Clinical effectiveness group (2018). [93]

There is insufficient data to draw conclusions about the local associations between
student deprivation and the prevalence of autism.

4.3.5 Other health conditions

As discussed in SECTION 3.2 published literature shows that a number of clinical
conditions are more prevalent in autistic people; however most of these studies were
performed in the United States or Europe and not within the UK. Local data (see
Figure 23) shows that the rates of recorded epilepsy, serious mental illness (SMI),
learning disability and anxiety and depression are significantly higher in the autistic
patients when compared to the general population. The higher rates of anxiety and
depression amongst autistic individuals are supported in the literature. [98]
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Figure 23: Proportion of City and Hackney (registered) autistic patients with selected
clinical conditions (age 18+, 2018)

Smoking, hypertension and type 2 diabetes are risk factors for cardiovascular
disease (CVD), a term encompassing multiple conditions with a similar drivers of
disease, including coronary heart disease (CHD), cerebrovascular disease (include
stroke) and peripheral vascular disease. In contrast to published studies, local rates
of coronary heart disease, hypertension and type 2 diabetes are lower in autistic
patients compared to the total patient population [98] [99]. It is likely the difference in
recorded prevalence reflects the younger age of patients recorded with autism locally
in comparison to the population reflected in the literature. CVD risk factors include
behavioural, lifestyle and environmental factors that accumulate to disease overtime,
therefore our younger recorded population would not have been exposed to risk
factors for a significant duration to affect disease.

Figure 24: Proportion of City and Hackney (registered) autistic patients with risk
factors for cardiovascular disease (age 18+, 2018)
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Autistic patients are more likely to have their BMI recorded than the total patient
population, with 82% and 76% of patients having their BMI measured, respectively.
Figure 25 shows a higher prevalence of obesity in all age bands among autistic
adults – however it only appears to be a significant difference in the 25 to 39 age
band. These data should be interpreted with caution given the small sample sizes
particularly in the 40+ age band and the high likelihood of recording bias. Given the
increased prevalence of co-morbidity in the autistic population, individuals may be
more likely to present to healthcare services for non-related reasons and have
opportunistic checks of other parameters, e.g. blood pressure.

Figure 25: Proportion of City and Hackney (registered) autistic patients with obesity
(BMI 30 or above) (age 18+, 2018)

Source: Clinical effectiveness group (2018). [93]

Note: The denominator for obesity prevalence is derived from patients who have ever had a BMI
score recorded by their GP practice. This method is likely to underestimate the prevalence of obesity
locally, in particular in people who are less likely to attend at GP practices (such as younger males,
recent migrants, traveller and gypsy communities).

4.3.6 School exclusions

School records data shows students with a SEND relating to autism may be more
likely to have a fixed term or multiple fixed term exclusions than other students,
however this finding cannot be confirmed due to the overlapping confidence intervals
(shown in Figure 26 below) which show this finding could be due to chance.

The data does not indicate whether the exclusion occurred before or after the
student was recorded with autism. A review of SEND data flows would improve
ability to reflect understanding on this topic.
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Figure 26: Proportion of students who have been excluded from school (2015-18)

Source: Hackney Learning Trust (2018/19). [92]

4.3.7 Limitations

As described in SECTION 3.9 being autistic may affect an individual’s ability to
access to employment and housing provision. It was not possible to reflect these
particular areas of need in this needs assessment, as data on specific subtype of
disability is not routinely captured by employment agencies or by housing services.
Though it may be collected for some individuals, the data set is likely to be
incomplete and therefore unreliable.

4.4 Comparison with other areas and over time

4.4.1 Special educational needs and disability (SEND)

Figure 27 shows the proportion of students with a SEN of ‘ASD’ attending state
primary and secondary schools in Hackney, compared to neighbouring boroughs,
London and England proportions overall. Students who have been issued with an
EHCP are not included. Locally, 99% of children with ASD have been issued with
an EHCP. The low proportion of students (0.4%) in Hackney with a SEN of ASD who
have not been issued with an EHCP is comparable to the London and England
levels.
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Figure 27: Proportion of students attending state-maintained primary and secondary
schools who have an SEN of ASD12 (2018)

Source: Department for Education (2018). [97]

4.4.2 GP records

In comparison to the two neighbouring boroughs of Newham and Tower Hamlets, the
City and Hackney has similar rates of autism in GP patients (between 0.4% and
0.5% of resident patients). Data is not available for all statistically comparable areas
therefore we are unable to determine whether the rates in east London are similar
elsewhere.

There has been a significant increase in the recorded prevalence of autism, each
year, for each of the east London areas shown by Figure 28 below. Given the
improved awareness and understanding of the condition throughout education,
health and care systems it is likely that this increased prevalence observed in GP
data reflects improved recording as opposed to increased prevalence of the
condition in the population.

12 Excludes pupils with a statement or EHCP relating to ASD.
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Figure 28: Proportion of resident GP patients recorded with autism (2016-2018)

Source: Clinical effectiveness group (2018). [93]
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5 Local services and support

5.1 Introduction

This chapter aims to identify the key health and support services available to autistic
children and adults (and their families) living in Hackney and the City of London. The
list has been compiled based on consultation with local stakeholders including
commissioners, service providers and clinicians. It is not an exhaustive list of every
service available but highlights the most commonly referenced services. Where
possible service descriptions including caseload have been included. Reference to
the best practice recommendations described in Chapter 4 will be made where
appropriate, and any gaps in service provision noted.

The intention has been to describe services that are more specifically geared
towards autistic people. Given the prevalence of concurrent conditions including
learning disability and mental health conditions (reported in Chapter – Health and
wellbeing impacts) autistic people may also come into contact with/be eligible for
other services. Detailed descriptions of services available for autistic children and
adults with a concurrent learning disability can be found in the Adults learning
disabilities and Disabled children and young people JSNA chapters. Relevant mental
health services are described within the Mental health and substance misuse
chapter of City and Hackney’s Health and Wellbeing Profile.

5.2 A note on services for City of London residents

Arrangement and provision of social care and housing services for City of London
residents is separate to that for residents of Hackney. There are no autistic adults
known to Adult Social Care residing in the City. If there was an individual eligible for
social care/housing services it is assumed services would be spot-purchased on an
individual basis, as is common when numbers are small. As such, these services are
not generally described in detail in this chapter, although where possible relevant
support has been highlighted.

Hackney and the City each have their own SEND teams, responsible for SEN
provision for children and young people residing in each area.

Local support services for autistic children and adults residing in the City of London
have been described where possible. Support services available to those who live
and work in Hackney may not be available to those who live and work in the City,
and vice versa.

The City and Hackney Clinical Commissioning Group (CCG) commission health
services for both areas. People who work or reside in the City and are registered
with a City and Hackney GP would be entitled to health services commissioned by
the City and Hackney CCG in Hackney.

https://hackneyjsna.org.uk/wp-content/uploads/2018/02/Adult-Learning-Disability-Needs-Assessment.pdf
https://hackneyjsna.org.uk/wp-content/uploads/2018/02/Adult-Learning-Disability-Needs-Assessment.pdf
https://hackneyjsna.org.uk/wp-content/uploads/2018/02/Disabled-Children-and-Young-Peoples-Needs-Assessment.pdf
https://hackneyjsna.org.uk/articles/mental-health-and-substance-misuse/
https://hackneyjsna.org.uk/articles/mental-health-and-substance-misuse/
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Of note there will be residents in the City of London who are registered not with a
City and Hackney GP but with a Tower Hamlets GP and so this group will technically
only be eligible for healthcare services commissioned by the Tower Hamlets CCG.

5.3 Prevention

This section will look at the support services aiming to prevent escalating care needs
and to improve the health and wellbeing of autistic people.

5.3.1 Targeting support to known inequality groups

As discussed in the Evidence and best practice section, autistic people from BAME
communities can face additional challenges when accessing diagnostic and
post-diagnostic services.

There are no targeted support services to BAME communities or older people with
autism in Hackney or City of London.

5.3.2 The Autism Alliance Board

Following statutory recommendations, the City and Hackney have an Autism
Partnership Board, known locally as the Autism Alliance Board. The board meet
bi-monthly. There is a strong emphasis on co-production; the board is co-chaired by
an Autistic resident and the Director of Adult Social Services. The main purpose is to
oversee production and development of the first Hackney and City of London local
Autism Strategy and its implementation going forward. The Board has created the
following work groups: Education, Training and Employment; Experts by Experience;
Data, Health and Social Care, Criminal Justice and one for the wider community and
local retailers. Representatives from across the fields of Health, Social Care and
Education attend, including commissioners, the CCG and clinicians from the
specialist autism diagnostic services. Autistic individuals (‘experts by experience’),
parents, and community partners are represented.

5.3.3 Supporting independence and the needs of people who may not qualify
for statutory social support

Local authorities have a duty to provide preventative support for people in their
communities. [59] As part of this duty they are required to consider the needs of
those people who have autism but do not meet the eligibility threshold for social
care.

Specialist Autism Social Worker
Hackney council funds a specialist autism social worker to work with newly
diagnosed autistic adults who do not have a coexisting learning disability.
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The majority of referrals are from the Autism Diagnostic Service but referrals from
other health and social care professionals are accepted. The Autism Social Worker
offers:

● guidance, advice and signposting to appropriate services that may help with
the individual’s well-being – for example, arranging an occupational therapist
to assess mobility; or support to apply for benefits or the housing register.

● social care needs assessments where appropriate, including support for the
whole family if required. Eligibility for social care is defined in the Care Act,
2014 (see links/additional information below).

● support with transitions for young people as they near the age of 18 and
transfer into adult social care.

● contribute to the development of Hackney’s offer of support services to autistic
adults.

● providing a weekly drop-in offering information and advice to anyone over the
age of 16 who works or lives in Hackney, who either has a diagnosis of autism
or works with or cares for someone who does. Information and advice may
include - a social care needs assessment, enquiries about autism-friendly
areas, advice on using public transport, etc.

The service is commissioned to be time-limited; however, there may be autistic
people who need an extended service

These services are limited to those who live or work in Hackney. Residents or
workers in the City are not eligible.

Assistive technology
Reasonable adjustments may also include using new technology to help increase
and maintain independence. For adults, these are considered on a case by case
basis with the autism social worker. Children and young people up to the age of 25
may be able to access assistive technology as part of their EHCP if they remain in
education or training.

Links/additional information:
Hackney local offer – Social Worker for adults with autism [100]
The Care Act 2014 – EasyRead version [101]
The Care Act 2014 was passed in the House of Lords in May 2013, with the aim of
modernising adult social care laws in England. The key section that refers to a
person’s eligibility for care is summarised in The Care Act 2014. [59]

5.3.4 Education

Most children with autism in Hackney and the City are educated in mainstream
schools with additional SEN support. A child with more complex needs which cannot
be met by SEN support can access specialist autism provision (in mainstream
schools), or may be accepted by a special school, after the statutory assessment
process and when the appropriate educational provision is named on the child’s
EHCP.

https://www.hackneylocaloffer.co.uk/kb5/hackney/localoffer/service.page?id=K3Pn6kcMNzw
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/365345/Making_Sure_the_Care_Act_Works_EASY_READ.pdf
http://www.legislation.gov.uk/ukpga/2014/23/enacted
http://www.legislation.gov.uk/ukpga/2014/23/contents/enacted
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In Hackney there are three primary schools and one secondary school that have
additional specialist provision for children with autism:

● Tyssen Community Primary School
● Millfields Community School
● Shoreditch Park Primary School (previously called Whitmore Primary School)
● Mossbourne Community Academy

There are currently three community state-funded special schools in Hackney, there
are none in the City of London. More information on these schools can be found via
the Links below.

Further information about these schools and independent schools in Hackney is
available on the Hackney Local Offer website.

Hackney Learning Trust have published a plan of intent to use special provision
capital funding to support the following:

1. the development of specialist post 16 provision at The Garden for young people
with ASD, and
2. the development of an additional resourced provision at Queensbridge Primary
School for primary aged children with ASD.

There is an EHCP administrator at Hackney Ark who is a single point of contact for
education, coordinating EHCP requests and reporting against the 20 week target
timeframe

Links/additional information:
Hackney local offer: special schools [102]

5.3.5 Employment support

Mainstream provision of employment seeking support is through Jobcentre Plus.
Jobcentre Plus, part of the Department of Work and Pensions, aims to help people of
working age find employment. They offer information about training opportunities for
people who have been long-term unemployed, and administer claims for benefits.
Appointments may be face-to-face, digital or by telephone, at the discretion of the
work coach and selected based on the individual’s requirements.

The scope of Jobcentre Plus’s role includes working with local employers and
advocacy groups to create opportunities for employment. It is unlikely that
undiagnosed autistic people will be identified through mainstream employment
support channels, but for those with a diagnosis of autism, disability employment
advisors can offer assistance.

A specialist disability employment advisor (DEA) operates at each Jobcentre Plus
site, of which there are three in Hackney and one in the City of London. Rather than
having their own caseload, DEAs offer advice, training and support to work coaches
interfacing directly with jobseekers with the aim of upskilling of all work coaches in

https://www.hackneylocaloffer.co.uk/kb5/hackney/localoffer/service.page?id=AWcqHL-80S8
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their interactions with autistic people. Training also aims to raise awareness among
staff on how autism presents and how to ask about disability particularly when it is
not disclosed by the individual. DEAs attend community forums including
parent-carer forums to improve awareness of their services. There are links with the
adult autism diagnostic service, who signpost to these employment services.

Autism is not routinely captured on client management systems and so it is not
possible to quantify the number of autistic clients who are receiving support from
Jobcentre Plus locally. Individuals may not disclose their diagnosis. Moreover, there
is currently no process for sharing data between DEAs and Adult social care or the
Autism social worker. As such, there may be autistic adults who are not receiving the
additional employment support to which they are entitled. Anecdotally, there needs to
be earlier links made between autism services for young people and employment
services – often autistic young people do several college courses or voluntary work
and then access employment services later. There is a small number of young
people accessing benefits who have been assessed as able to work but, anecdotally,
families are reluctant to support this because of their perceived vulnerability. In such
cases DWP grants such as Access to Work are available which fund reasonable
adjustments to support people with disabilities into work. Parental education on the
additional funding options and potential reasonable adjustments available may be
beneficial.

There are two main provisions through the DWP: the Working Health Programme
(WHP) and the Specialist Employability Support Programme (SESP). The WHP is a
local government funded 15 month programme which supports people in going back
to work. Individuals are supported in finding work programmes and accessing
services, e.g. dietetics. Support continues for 182 days while the person is in
employment. 75% of people supported by this scheme have a disability. The SESP
is a 12 month service for people with disabilities and more complex needs who
aspire to work.

The work coach identifies the provision that is most appropriate for the service user.
There are other non-contracted services funded by local authority (see below
Supported Employment offer) and by third sector organisations – if the individual
meets the specifications the work coach can refer to these.
Challenges include finding appropriate employment provision for people with
complex needs. There is no autism specific employment service.

City and Hackney Jobcentre Plus branches are grouped in the East London district.
Each district runs at least two ‘Calm and Quiet’ sessions per year, where reasonable
adjustments are made in terms of appropriate lighting and removal of auditory
distractions. Service users are given the opportunity to look around and understand
what to expect from the service. These sessions are open to people from other
boroughs. Support is offered to the jobseeker on how to disclose a diagnosis. The
sessions are advertised through the local adult autism diagnostic service as well as
through supporting into adulthood transitions services and other third sector
organisations designed to help people with disabilities find employment.

For an individual claiming benefits there are often set conditions that need to be met.
‘Easements’ are reasonable adjustments that are made when it is acknowledged that
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the conditions may be difficult for that individual to meet in view of their disability.
Easements for an autistic person can include: ensuring continuity (seeing the same
work coach each visit); flexibility around timekeeping but acknowledgement also of
the importance to some of good timekeeping, and clear, unambiguous verbal or
written communication.

Hackney Works offer - Supported Employment service. The Hackney Supported
Employment Service, Hackney Works, provides services that include vocational
profiling, sourcing of employment opportunities, assistance with CV preparation and
interviews as well as support through the application process and beyond, while the
individual is in employment. The service also negotiates suitable job goals and
recruitment methods with the employer and provides support for the employer in
recognising the skillset of people with health and social care needs.
The service is available for adult social care customers who reside in Hackney.

Links/additional information:
Hackney Works: Supported Employment [103]

5.3.6 Access to services

Public organisations are required by the Equality Act to take into account of how the
experience of their services may differ for autistic people and make reasonable
adjustments so that this population are not at a disadvantage. [4] Examples of
services include healthcare, education, leisure and transport.

In Hackney and the City there are no locally held data sources on the frequency of
use of reasonable adjustments.

In the 2018 Self-assessment framework13 questionnaire responses for City and
Hackney, local autistic adults reported that the phlebotomy service at Homerton
Hospital was very accessible and that the post-diagnostic support for adults included
some reasonable adjustment work with employers/schools/colleges.

City Hackney Autism Communication Cards
The Autism Alliance Board have co-produced a credit-card sized card which allows
the autistic individual to alert others to the fact they are autistic and may have
additional needs. They have been developed for autistic young people and adults to
use in situations when communication may be difficult. The autistic person can
decide when and where to show their card. Data is not held on card holders.

As described in chapter 2, NAS have produced an autism hospital passport
document, which individuals can complete take with them to appointments. We do
not have local data from primary or secondary care services on the use of these in
the local population.

13 The Autism Self-Assessment is intended to review progress, around the country, in implementing
the Government’s Autism strategy ‘Think Autism’. Organisations (including commissioners and local
residents) are asked to review progress on the principal areas covered by the strategy.

https://hackneyworks.hackney.gov.uk/support
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5.3.7 Housing support

Local authorities are required under the Equality Act to consider the needs of
disabled adults, including those with autism, when considering housing provision. [4]

At present, there is no service which specifically considers the needs of autistic
people looking for housing. The national autism strategy recommends taking the
autistic individual’s needs into consideration when applications are made. This is
done to some extent locally, where individual autistic need are taken into account
with regard of the suitability of a property where they are serious enough for the
property to be potentially unsafe for the individual. Autistic individual are not easily
identified through the local housing register in Hackney or the City so it is not
possible to give a breakdown of the range of categories of housing in which our
autistic population resides.

Floating support services

Floating support services provide preventative housing-related support to vulnerable
adults to help them manage their accommodation, sustain stable
tenancies/homeowners agreements and continue to live independently. Hackney has
commissioned a floating support service which is due to start in September 2019.
Autism has been added to the list of support needs that confer eligibility for the
service. Support workers working with autistic adults will be required to make
reasonable adjustments in accordance with this. Self-referrals can be made to the
service. This is a time-limited service of up to 12 months duration.

The service may be delivered one-to-one in the home or on the premises of the
referring agency. Advice and support may be provided on paying bills, understanding
tenancy agreements, access to external services such as education and
employment and crisis or dispute resolution (for example as short term interventions
in areas like homelessness, debt or benefits payments).

5.3.8 Community involvement

Think Autism, the updated national autism strategy, highlighted the need for
community environments to be autism-friendly. This can be achieved by having an
awareness of the needs that autistic people may have and by making reasonable
adjustments to provide for these.
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Hackney Picturehouse

Hackney Picturehouse cinema has ‘Autism-friendly’ screenings once a month.
Adjustments made include:

• no trailers or advertisements
• lights left on low throughout the film
• reduced volume
• freedom to move around, make noise and sit where you like
• the freedom to take a break and leave the screen when needed
• tickets are at the reduced rate of £2.50 per person
• a relaxed and welcoming environment where staff are sensitive to the needs of
children and families with autism

The films selected are usually those aimed at younger audiences.

Hackney Museum and Archives
Hackney Museum has anecdotally been recognised as a welcoming, safe and
accessible place for people with learning disabilities and/or autism and staff report
that many carers and disabled groups using the museum on a regular basis.

In this service mapping exercise we did not identify any other businesses or
organisations in City or Hackney who are currently employing strategies to raise
autism awareness or make environments more autism-friendly.

5.3.9 Advocacy

Advocacy, as defined in the Evidence and best practice chapter, is a process by
which an individual is supported in communicating their views, gathering information
and reaching a decision while ensuring their rights are secured. As explained in
section 4.3.6 local authorities have a duty to offer support from an independent
advocate, if required, to enable people to be involved in decisions about them and
their care and support. [59]

All referrals for community advocacy services go through the Council's
commissioned lead provider service The Advocacy Project. 

Links/additional information:
The Advocacy Project in Hackney [104]

https://www.advocacyproject.org.uk/news/the-advocacy-project-in-hackney/
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5.4 Identification and early intervention

NICE recommend that every area have a clear, consistent pathway for diagnosis,
followed by the offer of a personalised needs assessment. [82]

5.4.1 Diagnostic pathway – adults

 The City and Hackney Autism Service is a commissioned diagnostic service that
has been active since February 2015. The service comprises a multidisciplinary
team including consultant psychiatrists, a manager/ senior practitioner, an
occupational therapist and a peer support worker. It offers diagnostic assessments,
brief interventions and advice to adults (18 or over) registered with a City and
Hackney GP who have not had a previous diagnosis of Autism Spectrum Disorder
or have a coexisting learning disability.
 
16 weeks was the average waiting time from referral to assessment from April 2017
to March 2018.

NICE guidance is followed for the diagnostic process. This is followed by onward
referral, for example, to the psychology services, specialist autism social worker,
and signposting to other services.

The City and Hackney Adult Autism Service provides time-limited post-diagnostic
support for those who receive a diagnosis in the form of:
 
1.    Post diagnostic course – twice a year
2.    Monthly peer support group for up to 18 months
3.    Reasonable adjustments appointment resulting in a Reasonable Adjustment letter
to share with employer/educational establishment. Some of these appointments
result in referral to an employment service, e.g. supported employment services.
 
In 2018 73% of newly diagnosed autistic adults (n=35) engaged in at least one of
these.
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5.4.2 Diagnostic pathway – children

Hackney and the City have a well-established children’s autism diagnostic service.
The table below summarises the organisations involved. The following sections will
describe the diagnostic pathway in more detail.

Table 6: Organisations involved in children’s diagnostic pathway
Organisation Description

Homerton University Hospital
Foundation Trust (HUHFT)
Acute and Community Services
providing services across Hackney
and the City of London

Hackney Ark: Children and young
people’s centre for child development
and disability. It offers multi -disciplinary
and multi -agency care pathways. The
ASD diagnostic pathways for Under 5s
and Over 5s with a primary Learning
Disability are based at The Ark
Services involved in these pathways are:

● Paediatrics
● Child and Adolescent Mental

Health Services for children with
Learning Disability (CAMHS
Disability; provides educational
psychology (EP) input to schools

● Children’s Speech and Language
Therapy

● Children’s Occupational Therapy

East London Foundation Trust
(ELFT)
Mental Health Foundation Trust
providing services to a large core
area including City of London,
Hackney, Newham and Tower
Hamlets and, Bedfordshire and
Luton

Specialist Child and Adolescent Mental
Health Services (CAMHS)
Carry out ASD assessments for YP over
the age of 14-18 years.
Involved in ASD diagnostic assessments
for children over 5 who DO NOT have a
learning disability. This is through the
Social Communication Assessment
Clinic (SCAC). The SCAC pathway sits
across ELFT, HUHFT, and CSC and
involves the following services:
Paediatrics
Specialist CAMHS (including Psychiatry
and Psychology)
Educational Psychology (EP)
Children’s Speech and Language
Therapy
Clinicans from the CSC clinical team

London Borough of Hackney Social Care CAMHS team are involved in
in the SCAC assessment pathway

Hackney Learning Trust (HLT)
Provide information regarding children
that they are working with as part of the
assessment process
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Autism assessments for all children aged 2-13 years take place at the Hackney Ark.
Most new referrals to the Hackney Ark are discussed at a Multi-agency referrals
(MARs) meeting; some are direct referrals from schools. MARs meetings involve a
team of professionals from Health, Social Care and Education, who determine and
arrange initial assessment and support for children and families referred. Social Care
CAMHS referrals for autism also come through this pathway.

Children under 5 years are usually referred by a health visitor, GP or speech and
language therapist with speech and/ or communication difficulties. They are initially
seen in neurodevelopmental clinic by a consultant paediatrician and then referred to
the Complex Communication Clinic if appropriate.

Children aged 5-13y without a primary learning disability are seen in The Social
Communication Assessment Clinic (SCAC), which is a joint pathway by Hackney Ark
clinicians, Specialist mental health CAMHS (ELFT); Social Care CAMHS and
CAMHS Disability. This is an individualised assessment with an MDT including
Paediatrician, Psychiatrist, Clinical Psychologist, Educational Psychologist and
Speech and Language Therapist.
The CAMHS Disability Team, based at Hackney Ark, performs assessment of 5 -19y
school age children and young people with primary learning disability. CAMHS
Disability provide educational psychology (EP) input to educational settings/schools.

In the SCAC section of the children’s diagnostic pathway for children aged over 5
years, the EP provides consultation and support to schools / settings to plan
interventions and offer guidance for SEN support plans and EHC plans

All young people aged 14 or over with suspected autism are assessed at Specialist
CAMHS (ELFT) due to overlay with mental health needs.

The diagnostic pathway is as shown in Figure 29.
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Figure 29: Childrens’ autism diagnostic pathways

There is input from education at all stages of assessment to ensure adequate
provision of SEN support while the child or young person is having their assessment.
The target timeframe from referral to the autism diagnostic service to assessment is
3 months. [82]

5.4.3 Awareness and frontline staff training

Hackney Adult Social Care provides a comprehensive autism multi-agency training
programme. They provide bi-monthly awareness sessions to staff. Training is
provided on autism and ageing, autism and dementia, dual diagnoses of mental
health problems and learning disability. Between 2015 and 2018 over 400 staff
members had attended a training course. Training is open to staff working in the City.
This is delivered in part internally by the Learning and Development team. Additional
external specialist speakers can be commissioned when necessary. Use of autistic
trainers is prioritised where possible. Attendees include representatives from the
public and private sector including the local Hackney police force.

Autism training is not compulsory for staff working in Homerton University Hospital or
East London Foundation Trusts. Staff from the adult diagnostic service at ELFT have
run training events open to NHS staff and local partners including training to
Jobcentre Plus staff. The Royal College of GPs offers an Autism toolkit on its
website, which contains links to useful resources, and offers an online learning
course to its members, but it is not known how many GPs have completed this
locally. [105] [106]

Records are kept on attendees and which departments they represent. From these,
areas where uptake is relatively low include the probationary service and sport and
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leisure services. There is no council-wide policy in regards to training. The Hackney
Learning Trust (HLT) and Children’s Social Care teams do not receive this
programme of teaching but source their training elsewhere.

The Inclusion and Specialist Support Team (ISST) at HLT provide a central training
offer (Autism awareness over two days) to school and setting staff. There is a charge
for teachers and setting staff to attend.

The ISST, the Educational Psychology Service (funded by HLT) and the Speech and
Language Therapy Team (jointly funded by health and education) offer bespoke
training to schools, which schools would pay for. Other boroughs including City can
access the above training at a cost.

There is not a standard offer for HLT staff, but if there is capacity ISST can provide
training to teams on request.

Parent training can be provided through EarlyBird – this is a joined up offer between
HLT and teams from Hackney Ark. There are also post diagnostic sessions and
further drop-in training / support sessions for parents following their child being given
a diagnosis of autism and the CYGNET programme which is run for older children (8
years plus). These will be discussed in Section 6.5.2.

5.4.4 Data collection

Computerised health information systems are used in most of the major health
providers in Hackney and the City. GP practices in Hackney and the City use EMIS.14

Homerton University Hospital uses the Cerner PowerChart15 system. The children’s
diagnostic service for under 5s and over 5s both use the RiO16 system but the
systems are separate.

The diagnostic service has coded children with Autism on their system in 3
processes. For the last 5+ years - all children under 5 years old newly diagnosed
with autism have been coded as having autism on RIO. ICD10 codes are currently
being used.

Children diagnosed in the over 5 diagnostic service have also been coded on their
RIO system but anecdotally recording for this age group has been less consistent.

Recently all children with an EHCP who the Hackney Learning Trust had labelled as
having ASD were also coded. While coding to date has been inconsistent senior staff
in the under-5s diagnostic pathway report that this is now being done in their service
with more rigour. Data collection on ethnicity is not mandatory on the system and is
likely to be user-dependent.

16 Rio is an electronic patient records system for community, mental and child health providers.

15 Cerner's PowerChart is an Electronic Medical Record (EMR) system used by clinicians in hospitals
and ambulatory facilities.

14 EMIS Health is one of the electronic patient record systems commonly used in primary care in the
United Kingdom.
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5.5 Treatment, care and support

The diagnostic pathways for children and adults have been discussed. As mentioned
both are time-limited. This section will detail the local services available in Hackney
and the City for those who have a diagnosis.

5.5.1 Crisis services

As described in the Health and Wellbeing Section, autistic children and adults can at
time experience periods of crisis, which can be triggered by worsening anxiety or
depression. As discussed, there is a higher prevalence of anxiety and depression
among autistic people. NICE guidance states treatment for these may need to be
adapted for autistic people following consultation from a specialist autism team.
There is no specialist autism post-diagnostic service for Hackney and the City. For
an autistic child or adult who presents with anxiety or low mood initial presentation is
usually to the GP, who may then refer to child or adult mental health services in
secondary care.

City and Hackney Child and Adolescent Mental Health Services (CAMHS)
CAMHS provide services for children and young people with mental health problems.
Autistic children or young people may be referred to CAMHS if they are felt to have a
co-existing mental health presentation such as anxiety or depression and the
problems do not go away or they begin to seriously interfere with their everyday lives
(e.g. not going to school, not eating or sleeping). Referrals are accepted from the GP
or school SEN coordinator. This is not an autism-specific service.

Adult mental health services
Following initial presentation to the GP, the individual may be managed in primary
care, signposted to local services, or referred to secondary care mental health
services.

Individuals who may benefit from talking therapies are signposted online to the IAPT
(Improving Access to Psychological Therapies) website for City and Hackney where
they can self-refer. They will then be contacted at a later date for a further telephone
assessment and plan.

City and Hackney have crisis services in the form of a crisis line telephone number
(to talk to a professional at any time of day if in severe distress) and a walk-in Crisis
Café which runs every day in a location next to Homerton Hospital.

The City and Hackney Mental Health Referral and Assessment Service
(CHAMHRAS) team offer a one-stop single point of referral for routine and
non-urgent referrals of adults aged 18-65 to secondary mental health services.

As with children and young people, there is no autism specialist service for autistic
adults post-diagnosis.
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5.5.2 Carer support

Adults
Adult Carers caring for adults aged 18+ can access a variety of services within
Hackney. These include information, advice, signposting, peer support groups,
training, events, a carers discount card and ‘what if’ planning. A statutory carers
assessment can also be undertaken which may result in a direct payment and/or
support plan depending on the identified and eligible needs of the carer.

All services offered are person-centred and focused on the wellbeing on the carer to
support empower them to continue caring for their loved one(s) and live a fulfilled life
for years to come.

Children and young people
Short Breaks allow a disabled young person to have a break away from their main
carer and give their carer a break from their caring responsibilities. Children and
young people are eligible if they are 5-17 years old, are resident in Hackney and in
receipt of certain benefits (disability living allowance at middle rate or above or
personal independence payments at intermediate or advance rate).

The number of hours offered may vary depending upon levels of funding available,
levels of demand and the capacity of the services. There are a variety of activities
available and suitable for children with autism. Hours can be used for once-weekly
activities such as boating, or for longer periods of time – all-day activities in school
holidays, for example.

Links/additional information:
Short Breaks Hackney [107]
Short Breaks Service City of London [108]

ASD Family Intervention Worker
The Inclusion and Specialist Support Team is part of the Hackney Learning Trust and
is formed of specialist teachers with SEND experience. They provide a range of
services including delivering training and advice to schools. Within this team is an
ASD Family Intervention Worker who works with families of children who have a
diagnosis of autism. They work with families experiencing challenging
circumstances, for example marital breakdown, breakdown in relationship between
school and family, anxiety and school refusal. They can offer support in the home or
in another chosen venue. The number of sessions and nature of the support required
is individually discussed and agreed with the families and young people.

Specialist CAMHS
Autism parent information sessions
CAMHS hold monthly parent groups for parents of autistic children and young people
living in Hackney in order to offer professional advice and support. The groups are
run between Clinical Psychology, Occupational Therapy and Speech and Language
Therapy and cover a different topic each month. There is a rolling programme of
range of topics throughout the year, such as parental stress, communicating with
schools and developing independence.

http://www.shortbreakshackney.com/
http://fyi.cityoflondon.gov.uk/kb5/cityoflondon/fyi/service.page?id=cRTePmKTQak&familychannel=7
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PEGASUS
PEGASUS is a psychoeducation group available to parents of children who have
been recently diagnosed with autism in Hackney. It comprises a time-limited
intervention of two 3 hour sessions and aim to help parents understand more about
autism, learn ways of managing their child’s difficulties related to autism and to help
parents build a support network and plan for how to manage things in the future.
Referrals are accepted from the diagnosing autism assessment team if they feel it
would be of benefit. It is funded through the CCG via Specialist CAMHS.

CAMHS Disability
The Child and Adolescent Mental Health service (CAMHS) for children with
disabilities and emotional / behavioural and mental health concerns is based at
Hackney Ark and runs specialist assessment and intervention groups for children
with autism, including:

1. Next Steps group which is a group for parents of children (up to 5 years) who
have been recently diagnosed with autism

2. Earlybird courses for parents with children (up to 8 years) with a diagnosis (or
who have just received a diagnosis) of autism. It is run twice a year by a
multi-disciplinary team.

3. CYGNET, a parenting support programme aimed at parents/carers of children
(over 8 years) who have recently received a diagnosis of autism or who would
like more support in understand their child’s autism and how to meet their
needs.

4. monthly autistic parents’ coffee morning

These interventions are time-limited, with the exception of monthly coffee mornings.

The following services are for children and young people and their families with
SEND and not exclusive to those with autism.

Parent Carer Forums
Since 2008 parent carer forums have been set up in most local authority areas of
England, with help from the Department for Education, who provide a small grant.

The Hackney Independent forum for Parents/Carers of Children with Disabilities
(HiP) is the parent carer forum for Hackney. The group is represented in a number of
committees, including the Autism Alliance Board and the SEND Partnership Board.
They also run information sessions on a variety of special needs related topics.

The City Parent Carer Forum is the parent-carer forum for the City.
Parents and carers of children and young people who have an EHCP meet once a
term with local authority officers to discuss expanding service provision for children
and young people. Longer term goals include involving parents and carers of
children and young people with SEND regardless of whether they have an EHC plan.
The group organises activities for children and families, events and training days and
links with other forums nationally to share ideas.

Other parent support groups for parents of children with SEND are available and
more can be found on the Hackney Local Offer website.



Autism Needs Assessment | 84

Hackney SEND Information, Advice and Guidance Service (SENDIAGS)
The Hackney SEND Information, Advice and Guidance Service is an arm's length
service providing impartial and confidential information, advice and support to
parents and carers of children with SEND and young people and children with
SEND. SENDIAGS run weekly face-to-face drop in sessions.

Links/additional information:
Autism: Information and Support [109]

5.5.3 Transition to adult services

NICE have produced guidelines on transitioning children and young people under
children’s services to adult services. [88] As part of the requirements from the
Children and Families Act both Hackney and the City each have a local offer
website, which lists and describes the available local services for children and young
people with SEND. [62]

Young people with autism over 18 years of age may be eligible for a mix of adult
services and children's services from Education, Health and Social Care.
Support with an EHCP is provided until 25 years if the young person is still in
education or training. The EHC Plans are reviewed annually and maintained on the
basis that the YP still requires support/provision via an EHC plan and that they
remain in education. Those that leave education would have their EHCPs ceased.
Those that go on to further education (ie: university, college, etc) may have support
offered at those institutions and might not necessarily apply for/receive and EHCP.

Targeted Health Outreach Team

The Targeted Health Outreach Team is part of Hackney Ark’s Child Development &
Disability Service, funded by the CCG. They run services for young people with
SEND who live in Hackney or the City, providing support around developing
independence and improving health and wellbeing. The team works with those aged
14 to 19 years who have SEN support or an EHCP. They can work with young
people who receive DLA or PIP benefit and who may already get short breaks but
cannot work with young people who already have an allocated social worker and
care package through social services. This service is available until the individual’s
20th birthday.

https://www.hackneylocaloffer.co.uk/kb5/hackney/localoffer/advice.page?id=fLQ-DCX9nyc
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The service runs several activities:
● a monthly film club,;
● a weekly social club where members can all take part in a hobby or activity

together;
● school holiday group activities, involving day trips for activities and visits to

local partners, for example, the Geffryre Museum;
● relationship groups, supported by local youth support service Young Hackney,

where attendees can discuss dating, sexual health and relationships in a safe
environment

● 1:1 support can be used to prepare individuals for transition to college / work /
further education. Initially offered for six sessions, this can include visiting
possible post-16 education or training providers and travel training.

Links/additional information:
Targeted health outreach website [110]

Supported Internships
A supported internship is a structured study programme designed to support young
people aged 16-24 with an EHCP who wish to go into sustainable paid employment
but need additional support to do so. Through learning in the workplace the
programme is designed to equip learners with the skills they need in a work
environment. Supported internships are unpaid, and last for a minimum of six
months.

Each local authority receives a government funding allocation to deliver supported
internships for learners with EHCPs. The below programmes are available to
Hackney residents. In Hackney there are young people who have SEN support in
school but who did not meet the threshold for an EHCP. They are assessed on an
individual case basis with the potential for them to access a supported internship if
they have the desire to work and it is clear they would benefit from the service. Only
those who have an EHCP are eligible for the Education Funding Agency funding, the
main source of funds, but there are other potential funding sources the local authority
can use. Some internships can also be funded from the individual’s personal budget
(if entitled to this).

Project SEARCH – Hackney
Project SEARCH is a supported internship programme based on an international
model that originated in the USA. To be eligible the individual must be either a
Hackney resident or looked after by Hackney.

Internships take place on the Homerton Hospital site. A Tutor and a Job Coach
support interns for three periods of approximately eight weeks over the academic
year in a programme comprising classroom learning and work placements.

For some individuals it may not be appropriate to rotate around changing hospital
settings. There is potential for the model to be used in different settings, the local
authority for example. Traditionally the model has been used in hospitals, as these
generally are the largest employer in a given area.

http://www.homerton.nhs.uk/our-services/services-a-z/c/childrens-services-in-the-community/targeted-health-outreach-team/
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The Tower Project's Hackney Supported Internship Offer
In the Tower Project Job Enterprise Training (JET) Service’s supported internship
programme, the partner employers providing work placements are all based in East
London’s hospitality and leisure sector.

After an initial induction, most of the remaining time is spent undertaking the work
placement arranged by JET and supported by JET Job Coaches. The programme is
delivered 3 days per week throughout the length of the academic year.

Depending on the work placement, interns will be supported and trained to
undertake a range of work tasks with the aim of working to the same standards as
their colleagues. Travel training sessions are available.

Ellingham Supported Internships
The Ellingham supported Internship for young people in Hackney is a one year
programme. Bespoke placements are set up that are individually tailored to the
requirements of the young person. Travel training is available.

Interns are supported in undertaking a role at a commercial employer in their local
community. Towards the end of the course the participants may be supported into
paid employment, traineeships, apprenticeships, or signposting to other SEND
programmes to continue receiving support. Ellingham also run an Education and
Skills Funding Agency NEET (not in education, employment or training) programme.

Hackney Museum projects – work placements
The Hackney Museum works with autistic young people on an ad hoc basis, such as
work experience placements for school pupils. The museum runs an art class for
people with learning disabilities that runs every Wednesday and some of the
participants have autism, but it is mainly adults and adolescents participating in
those sessions.
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6 Recommendations

6.1 Planning and delivering health and care services

● Healthcare services should audit themselves against best practice resources such as
the Greenlight toolkit, to ensure they are making appropriate reasonable adjustments
for autistic people. This includes settings such as GP practices and outpatient clinics
in secondary care.

● Efforts should be made within Homerton Hospital, and amongst health and care
professionals more broadly, to raise awareness of the “Hospital Passport” and autism
more generally to support improved identification/diagnosis and provide a better
understanding of relevant health and wellbeing needs. Regular training of health and
care staff is required to meet the needs of this patient group – including raising staff
awareness regarding their employment and housing needs. Additional training would
also be useful regarding “diagnostic overshadowing” and “masking” in relation to
under-diagnosis of autism in women and ethnic minorities as well as post-referral
pathways. Support and ancillary staff should also receive training. Autistic individuals
and parents should be encouraged and supported to disclose the autism diagnosis
and this should prompt staff to make reasonable adjustments, such as offering early
or extended appointments, for example, to meet the needs of the individual. There
should be greater collaborative working with mental health crisis teams to ensure that
staff are trained in the needs of autistic individuals and that services are accessible to
autistic users.

● After 2014’s SEND reforms as part of the Children and Families Act (reference) the
City’s SEND board identified that further work was required in communication and
partnership working. The City educational psychologist has close links with both the
Hackney and Tower Hamlets educational psychologists and documentation and
practice is shared for consistency. For some children, initial contact is from these
area professionals before City professionals become involved. Communication and
shared planning should continue to take place. 

● The City SEND board has committed to an ongoing programme of autism training for
staff in settings across the borough to ensure the appropriate level of ASD
knowledge and expertise are brought into future strategy planning.

● There is a need to ensure carers of autistic people are offered carers assessments
and advice on support.

● Some services which have anecdotally been referenced positively by parents and
service users - for example, the ASD family support worker and the Targeted Health
Outreach team - are running at capacity and do not have the resources to work with
more young people. The Targeted Health Outreach team is one of the few services
eligible to young people who do not meet the criteria for statutory support. Efforts



Autism Needs Assessment | 88

should be made to ensure that the service should be available to all eligible young
people who could potentially benefit from it.

● Following the SEN reforms and changes in personnel, the SEND Service identified
that, whilst there is good practice in the City, documentation and partnership working
needed further development.

6.2 Housing and promoting independent living
● Local authority housing plans should take account of the housing needs of the local

autistic population, recognising the future need for independent housing options for
the growing number of autistic adults living with ageing parents. Future housing
needs of those living with older parent carers should be planned well in advance to
avoid emergency or crisis situations. Housing pathways should be redesigned to
ensure continuity and security in housing accommodation. 

● The specific needs of autistic adults should be taken into account when housing
services are allocating properties in choice based lettings, as per recommendations
from Think Autism, the national autism strategy.

● Autistic adults who can and wish to live independently should be supported in doing
so.

● Increase awareness of autism amongst Homeless and Rough Sleeper services so
that the needs of autistic individuals are understood, and that a pathway is developed
for referrals to autism assessment services

6.3 Education and employment
● Autistic adults should be supported in navigating the benefits system, to ensure they

are claiming all support to which they are entitled. Reasonable adjustments should
be made to tailor the process to the individual’s specific needs, i.e. continuity of
advisor, option for face to face interview, a quiet environment. 

● There is a need for timely planning for post-16 educational provision if the individual
wishes to work. Early identification of young people who are at risk of NEET should
take place so that local authorities can develop and plan appropriate provision.

 
● Early links should be made between schools and mainstream employment services

should be made if the individual wishes to work. There should be increased
awareness of specialist employment support and funding available through these
services. Jobcentre Plus has links with the adult diagnostic service but young people
who already have a diagnosis may not be accessing services or funding they may be
entitled to. Increased awareness among autistic people (as well as their families and
schools) should be promoted on what funding (and support with reasonable
adjustments) they could be entitled to if they wish to work. This may help to allay
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parental anxieties about the transition of their child to adulthood and moving into a
work environment.

● The supported employment programme commissioned by Hackney Council is only
eligible to adult social care customers. Supported employment options should be
available to all autistic adults to help them gain and retain paid work, taking into
account both the needs of the employee and employer.

● Autistic individuals can continue to experience stigma and discrimination in various
situations despite Equalities legislation. It is therefore imperative to share best
practises and guidance regarding reasonable adjustments and accommodations
amongst wider environments, particularly education and employment settings. In
employment settings, there could be further promotion and uptake of the “Disability
Confident” scheme

6.4 Community and social support
● Continue to work with Hackney and City community groups and existing autism

support groups and charities 

● There is a need to encourage development of health education and messaging
regarding autism and autism awareness amongst minority communities, particularly
given the challenges of low awareness of autism in minority communities and
differences in diagnostic prevalence.

● There should be an emphasis on reducing social isolation amongst autistic
individuals and carers. Leisure and entertainment facilities should be made more
accessible to people with autism. This may include providing transport options. There
is a paucity of data on whether reasonable adjustments are being made in Council
run community settings - for example, leisure centres. In terms of private businesses,
there are infrequent ‘autism-friendly’ screenings in a local cinema, of films mainly
aimed at children. Local shops and businesses should be encouraged and potentially
incentivised (for example, with an award and increased publicity) to make their
environments more accessible. Thus, there continues to be a need to promote
accessibility amongst arts, social, and leisure services to promote autistic friendly
environments

● There is scope for greater use of assistive technology in promoting independence.
There are apps available that can help young people form social groups; this could
be explored further to assess whether these and similar telecare support services
could be more widely offered as preventative support to autistic residents in Hackney
and the City.

● There is a need to embed autism training within equality and diversity training across
all public services, and employ specialist training amongst health and social care
staff, employment and education, and criminal justice

● Mandatory autism awareness training should be implemented across all Council
departments where there is face-to-face contact with members of the public,
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including sports and leisure. Currently training delivered at the Hackney Learning
Trust and in Children’s Social Care is different to that offered by Adult Social Care.
Information could be shared between departments on existing training packages
offered and taken up and departments could collaborate with each other when
commissioning training packages. This would allow for more options for training
dates but could result in reduction in overall expenditure. Managers should support
staff members in attending training. One of the key areas for development identified
by the City is to provide an ongoing programme of autism training for staff in settings
across the borough to ensure the appropriate level of ASD knowledge and expertise
are considered into future strategy planning.

● There should be wider representation on the Autism Alliance Board from services like
the Criminal Justice System, Sports and Leisure facilities. Attendance at board
meetings has been variable. Efforts should be made to seek valuable input from
these services and raise awareness of autism to improve the experiences of autistic
people accessing them. There is representation from both Hackney and the City of
London on the workstreams set up by the Autism Alliance Board to help produce a
joint all-ages local autism strategy. An area of future development agreed by the City
of London is to incorporate the strategy into the Local Offer website. Ongoing
collaboration and joint working between Hackney and the City will be required to
meet the short and long term goals within the strategy. 

● From discussion with stakeholders including parents, carers and autistic people and
in the course of undertaking this needs assessment it was apparent that there appear
to be service-level barriers preventing autistic residents’ needs from being
adequately met. There is a need for meaningful consultation with stakeholders and
qualitative research which is representative of the local population. A consultation in
the form of a questionnaire was circulated recently, with around 100 respondents of
which approximately 20 were autistic residents. Unfortunately, the format of the
questionnaire meant it was not possible to differentiate between autistic
person/child/carer in some of the responses. In addition, there were no respondents
to questionnaire who identified as being Charedi Jewish; given that 20% of the
children living in the local population of interest are within this community it is clear
that further work needs to be done to canvas their views.

6.5 Dedicated autism services
● There should be a dedicated autism service in order to provide ongoing support to

young people and adults who have a diagnosis of autism. Despite educational
provision with an EHCP potentially going until the age of 25, for services such as
psychology, input from a children’s psychologist ends at the age of 18 (continuity is
not practical as adult psychology is a distinct specialism). There should also be
further development of post-diagnosis pathways and support. Post-diagnostic
support offered by the adult diagnostic team is time-limited and does not have the
resources to support a caseload of patients. There are no autism-specific
commissioned mental health or crisis services in Hackney or the City. Given the
higher prevalence of anxiety and depression in autistic people, services that are able
to provide support to prevent escalation to crisis should be commissioned. NICE
guidelines on the management of coexisting mental health disorders advise that
conventional treatment may need to be adapted for autistic people following
consultation from a specialist autism team. At present there is no specialist autism
team able to provide this input.
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● The Targeted Health Outreach team offers support up until the individual’s 20th

birthday. Following this, there is no further support in terms of picking up work that
has been done previously with the young person. A designated support worker
working with young people about to leave the service could help bridge this gap.
While services are still lacking for adults this may serve only to delay the ‘cliff-edge’
where the number of services available drops. Therefore for this to be effective,
services for adults need to be available – with the support worker aiding in the
transition process.

● There is a need to ensure parents are aware of what services their children are (and
are not) eligible to receive. Parents have reported inconsistency (between children in
different families) in what is offered by CAMHS in terms of counselling and
post-diagnostic support

6.6 Data collection and data sharing
● All new and existing diagnoses of autism (and related conditions on the autism

spectrum) should be coded. The SNOMED coding system should be used as per the
Government’s plan of implementation across all health settings by 2020.
(https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attach
ment_data/file/384650/NIB_Report.pdf) Consistency of coding will improve the
quality and accuracy of the data set and facilitate data linkage between healthcare
settings.

 
●  Anecdotally it has been fed back that the Autism Alert cards have been helpful.

Feedback from individuals on which settings they have found the card useful could
inform service improvements, for example awareness training for public sector staff
or reasonable adjustments in council-run environments.

● Systems should be improved within services to enable more effective sharing of
information between health and social care teams - to optimise coordination of care
and support to better meet service user needs. This recommendation applies to data
sharing between local authority children’s and adult services to improve transition
planning.

● A significant challenge when carrying out this work was the difficulty in accessing
data. Of the core data sources that it would have been desirable to access, the only
sources of data available were school record data, GP data and adult social care
data. There was no access to secondary care data, though the yield from this data
may not have been be significant given that recording of autism has historically been
suboptimal within this data set. Accessing data from the childrens’ and adults’
diagnostic services has not been possible within the time constraints of this work. 
There should be a defined agreement or protocol for sharing data between services
to inform robust analysis and intelligence on the needs and inequalities amongst
autistic individuals. Frontline clinicians may not be aware of how to extract a defined
dataset from their computer system but each service should have or be able to
signpost to a designated data handler, i.e. a named contact who is able to provide a
data extract within a certain timeframe.

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/384650/NIB_Report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/384650/NIB_Report.pdf
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