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Summary

Autism is a lifelong developmental disorder which affects the way people interact with the
world around them. The three main areas of difficulty which all people with autism share
relate to ‘social communication’, ‘social interaction” and ‘social imagination’. Some people
with autism can live relatively independently, while others require a lifetime of specialist
care. There are around 400,000 adults with autism in England, around half of whom have a
learning disability (sometimes known as ‘low-functioning’ autism), while half do not
(‘high-functioning’ autism, which includes Asperger Syndrome).

People with autism may require concerted, individualised support across health and social
care, housing, education, and employment. However, local organisations do not currently
have sufficient awareness of the number and needs of people with autism in their area,
limiting their ability to plan effectively to provide services to this group. The transition of
people with autism from children’s to adult services is often poorly managed and requires
more effective leadership and relationships between services.

The traditional configuration of health and social care services has meant that adults with
high-functioning autism may fail to access appropriate support, potentially only doing so if
they develop more serious problems later. These problems can be exacerbated by poor
knowledge of autism amongst health and social care staff assessing the needs of people with
autism and their carers.

Despite the fact that many people with autism have skills which could be valuable to
employers, only around 15% of people with autism are in full-time employment. There is a
lack of awareness and knowledge of autism among potential employers and Jobcentre Plus
staff, which can result in poor decision-making and job outcomes for adults with autism.

The effectiveness of services for adults with autism could be improved by raising levels of
knowledge and awareness amongst decision-makers and service providers. More
specifically, there is scope to provide targeted services for adults with high-functioning
autism, which could improve quality of life for people with autism and their carers, as well
as potentially reducing costs to the public purse.

On the basis of a report by the Comptroller and Auditor General,! we took evidence from
witnesses from the Department of Health, the Department for Children, Schools and
Families, and the Department for Work and Pensions about developing a strategy and
services for adults with autism, autism awareness and access to services, and improving the
effectiveness of services of adults with autism.

1 C&AG's Report, Supporting People with Autism through Adulthood, HC (2008-09) 556







Conclusions and recommendations

1.  The Department of Health is currently developing an adult autism strategy for
publication in 2010. For this strategy to be effective, it should set out how each of
the recommendations made in the Comptroller and Auditor General’s Report will be
implemented, including specific timeframes and indicators to measure progress and
performance. The National Audit Office should revisit this topic in 2011 to review
progress in implementing the strategy.

2. Local organisations are not making effective use of existing information to plan
and provide appropriate services to adults with autism and their carers. To
remedy this:

e NHS bodies and Local Authorities should collate local learning disability and
mental health data to identify and record all adults with autism known to
services;

e Local organisations should use Joint Strategic Needs Assessments to identify the
needs of adults with autism in their area, and make greater use of pooled budgets
and joint commissioning to develop and deliver effective, integrated services, and

e Directors of Children’s and Adult Services should work together, using routine
Schools Census data, to identify future demand for adult services from pupils
with autism and Special Educational Needs approaching school-leaving age.

3.  The transition of young people with autism from children’s to adult services is
currently not managed effectively. The Connexions service is supposed to support
young people through transition, but as at December 2008 Connexions did not know
the training, employment or education status of 31% of its clients aged 16-24 with
learning difficulty or disability. The Department for Children, Schools and Families
should require Connexions services to provide complete and comparable data from
the Client Caseload Information System (CCIS), and use this data to benchmark how
well local services are supporting people with autism up to the age of 25, including
those not in education, employment or training. The National Transition Support
Team should use its local self-assessment work to identify and promote good
practice in transition planning for young people with autism.

4. Staff working in health, social care, benefits and employment services do not
currently have sufficient knowledge and awareness of autism. To remedy this:

e Local Authorities should provide autism training to Connexions personal
advisors and to all staff carrying out community care assessments;

e The Department of Health should work with the Royal College of General
Practitioners to develop autism content in the GP training curriculum, and
provide guidance to Primary Care Trusts on how to improve knowledge of
autism amongst existing GPs and primary care practitioners, and



e The Department for Work and Pensions should provide autism awareness
training to all Disability Employment Advisors who have not yet received it, and
make sure that all Jobcentre Plus staff are familiar with wider guidance on
autism, developed in consultation with individuals and organisations with
expertise in the condition.

Adults with high-functioning autism often fail to gain access to appropriate
diagnosis and support because no specialist services exist locally. The Department
of Health should build on the financial modelling in the C&AG’s Report to show
Local Authorities and NHS bodies the costs and benefits of specialist diagnostic and
support services for high-functioning autism.

Out-of-area placements are not always based on appropriateness or clinical need,
and can divert resources which could be used to develop more cost-effective
services locally. Local Authorities and NHS bodies should review the
appropriateness and cost-effectiveness of their long-term out-of-area placements of
people with autism. Strategic Health Authorities should review annually the extent of
out-of-area provision commissioned by local bodies, benchmarking this against
other regions.

Employment rates for people with autism are low, and existing supported
employment provision does not always meet their needs. The Department for
Work and Pensions should:

e examine the feasibility of collecting routine data on whether applicants for
Jobseeker’s Allowance and Employment and Support Allowance have a diagnosis
of autism;

e work with employer organisations to raise awareness of the benefits of
employing people with autism, and the adjustments needed to support them, and

e in developing contractual and funding arrangements for future supported
employment programmes, acknowledge the specialist knowledge, relatively long-
preparation times and ongoing support required to produce successful job
outcomes for people with autism.

University students with autism may need to use Disabled Students’ Allowances
(DSAs) to fund social, rather than course-related, support. The Department for
Business, Innovation and Skills should make clear to DSA assessors and higher
education disability advisors that support packages for students with autism can
legitimately include social mentoring as well as course-related support.

The C&AG’s Report has identified the need for government departments to work
together when supporting groups with specialised or complex needs. The NAO
should carry out a further, more wide-ranging study to identify where barriers exist
to closer joint working, at a national and local level, to deliver services for such
groups, for example where costs are borne by one department but benefits fall
elsewhere.



1 Developing a strategy and services for
adults with autism

1. Adults with autism may require support across health and social care, housing,
education, and employment. Health and social care services are traditionally configured to
cater for people with learning disabilities (defined as having an 1.Q. less than 70), physical
illnesses or disabilities, or mental illness (which autism is not). Adults with high-
functioning autism are often deemed ineligible for social care and mental health services,
and may only access them if they develop more severe problems later.” 74% of Local
Authority areas responding to the NAO survey said adults with autism who do not meet
eligibility criteria experience or report difficulties accessing services they require.’

2. Local Authorities and NHS bodies are not currently reflecting autism in strategic
planning, and there is a lack of robust data on the numbers, needs and living arrangements
of adults with autism across the country.* Only 18% of Local Authorities and NHS partners
responding to the NAO survey were able to give precise numbers of adults with low-
functioning autism known to services, while only 12% could do so for the high-functioning
group.” Lack of good information about the numbers and needs of adults with autism
limits local organisations’ ability to identify need, plan capacity and commission
appropriate services.

3. Adult care services are currently being reconfigured with an emphasis on joined-up
strategies and services. Local organisations have a statutory duty to produce Joint Strategic
Needs Assessments (JSNAs) to inform operational plans and Local Area Agreements.®
While 92% of local areas responding to the NAO survey reported having a JSNA in place,
only 21% of these said it included specific reference on the needs of adults with autism.”
Seventy-four per cent of respondents did not have a specific commissioning strategy for
adults with autism.®

4. The Department of Health have committed to publishing an autism strategy no later
than 1 April 2010.° The Department for Children, Schools and Families and the
Department for Work and Pensions have also committed to working closely with the
Department of Health in implementing the autism strategy.'

5. The Autism Bill currently before Parliament requires the Department of Health to issue
guidance to Local Authorities and NHS bodies on how they should implement the autism

C&AG's Report, para 3.1
C&AG's Report, para 3.3
Qq 83-86

C&AG's Report, para 1.10
Q41

C&AG's Report, paras 1.12-1.14
Q 68; C&AG's Report, para 1.16
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strategy.!" Alongside this statutory guidance, the Department of Health also plans to
publish specific guidance to support commissioners planning and providing services for
adults with autism."

6. Managing the transition of young people with autism from childhood to adult services
requires effective planning, information sharing" and joint working between health, social
care,' education and employment organisations. However, many Local Authorities have
poor information on the Special Educational Needs and transition arrangements for
children with autism in their area, even where such data is collected routinely (for example
as part of the Schools Census). The Special Educational Needs code of practice requires
every child with a Statement of Special Educational Needs to have a transition plan
prepared in Year Nine of compulsory education, but only 45% of Local Authorities
responding to the NAO survey said they knew how many children with autism and a
Statement had a completed transition plan.'

7. The Connexions service supports young people with a learning difficulty or disability
through transition and into further education, training and work up to the age of 25.
However, the Department for Children, Schools and Families does not collect data
consistently across Local Authorities regarding the proportion of over-19 year-olds with
learning difficulties or disabilities not in education, employment or training, so there is a
risk of Connexions losing sight of this group.'® As at December 2008, Connexions did not
know the training, employment or education status of 31% of its clients aged 16-24 with a
learning difficulty or disability.'” A recurring theme in the interviews and focus groups that
the National Audit Office ran with transition managers and employment support
providers was that transition support required more effective leadership and relationships
between services, including employment support.'®

8. The Autism Bill requires the Department of Health to issue guidance to Local
Authorities and NHS bodies regarding planning and service provision for young people
with autism during transition. The Department for Children, Schools and Families is
currently one year into a three-year, £19 million Transition Support Programme, aimed at
improving the experience of disabled young people and their families at transition."

1 Q33

12 Department of Health, Services for adults with autistic spectrum conditions (ASC): Good practice advice for primary
care trust and local authority commissioners, (April 2009), p 7
(http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_097418)

13 Qq76-79

14 Q100

15 C&AG's Report, para 1.19
16 C&AG's Report, para 1.26
17 C&AG's Report, para 1.26
18 C&AG’s Report, para 1.21
19 Q60



2 Autism awareness and access to services

9. A key driver of whether adults with autism can access appropriate support is knowledge
and awareness of the condition among those making decisions on eligibility or providing
services. For example, people with high-functioning autism can appear articulate and able
at first sight, yet may still require considerable support to cope with aspects of day-to-day
life such as personal care.”

10. GPs are likely to see a significant number of undiagnosed adults with autism each year,
so need to be able to make appropriate onward referrals to diagnostic and support services.
In addition, GPs will often be the main ongoing point of contact for patients with autism to
access health and social care services, particularly in areas where specialist support is not
available. However, 80% of GPs felt they required additional guidance and training to
identify and manage patients with autism more effectively.”'

11. Training provided to Local Authority staff carrying out needs assessments under Fair
Access to Care Services (FACS)* does not cover high-functioning autism in 70% of Local
Authority areas responding to the NAO survey,” and a recent review by the Commission
for Social Care Inspection found that assessments of need are often inadequate for people
with autism.” The Department of Health is committed to issuing revised guidance to
FACS assessors in Summer 2009, in which the assessment of people with autism (including
high-functioning autism and Asperger Syndrome) will feature prominently.”

12. Lack of understanding of autism amongst benefits assessors and medical services
professionals informing decision-makers in the Department for Work and Pensions, also
increases the risk of inadequate needs assessments, and hence incorrect decisions on
eligibility.*

13. A medical diagnosis is not usually necessary for adults to be eligible for services, since
eligibility should be based on need rather than a diagnostic label. A diagnosis can
nonetheless be helpful in informing assessments of a person’s likely support needs, as well
as preventing a misdiagnosis of mental illness or inappropriate contact with the criminal
justice system.”’ Knowing that a person has autism can also be important in services such
as Jobcentre Plus, where staff can access guidance on the needs of people with autism from

20 C&AG’'s Report, para 2.5
21 Q 30; C&AG's Report, paras 2.1-2.3

22 Fair Access to Care Services (FACS) is a national set of eligibility criteria for adult social care services, introduced by
the Department of Health in 2003. It is intended to establish individuals’ levels of need and risk and place them in
one of four ‘bands’: Critical; Substantial; Moderate; or Low. Councils are not obliged to fund care for people in all
bands and may, for example, choose to fund only those with critical and substantial needs

23 C&AG’'s Report, para 2.5

24 Commission for Social Care Inspection, Cutting the cake fairly: CSCI review of eligibility criteria for social care,
(October 2008), p 4, (http://test.cqc.org.uk/_db/_documents/FACS_2008_03.pdf)

25 Q23
26 C&AG's Report, paras 2.7-2.8
27 Q 44; C&AG's Report, para 3.7



10

trained staff or the intranet,?® but are unlikely to do so unless they are aware that their
client has the condition.

14. However, Local Authorities, NHS bodies, GPs and people with autism report a lack of
specialist diagnostic services for adults with autism, and only 29% of Local Authorities and
NHS bodies responding to the NAO survey commissioned specialist autism diagnostic
services in 2007-08.*

15. People with autism and their carers report a number of barriers to accessing benefits,
including lack of awareness of the benefits to which they might be entitled, difficult
application forms, the physical environment of Jobcentre Plus, and problems
communicating their needs to Personal Advisors.® The Department for Work and
Pensions’ approach to supporting people with a disability through the benefits system is
needs-based and not condition-specific.’’ As a result, there is little autism-specific data
available to explore take-up, expenditure or outcomes for benefit applicants with autism.
From October 2008, however, the Department for Work and Pensions has been recording
whether applicants for Disability Living Allowance have a diagnosis of autism, and hence it
will be possible in future to explore the quality of needs-assessment, decision-making and
outcomes for this group.”

16. While the overall employment rate for disabled people is 48%,” recent estimates
suggest that only 15% of all people with autism are in full-time paid employment.** Other
research suggests that only 12% of people with high-functioning autism are in full-time
employment, and 6% part-time.*

17. Jobcentre Plus Personal Advisors have access to online training modules covering
autism, as well as the advice of Disability Employment Advisors (DEA) on specific
disabilities. However, Personal Advisors may not be aware that their client has autism, for
example if the client does not have a formal diagnosis, or does not declare their diagnosis,
and hence may not seek advice from their DEA. Since November 2005, the Department for
Work and Pensions has included autism-specific content as part of its training for new
DEAs,* although a recent evaluation commissioned by the Department identified a lack of
appropriate ongoing learning and development for those DEAs who have been in post for
some time.”

28 Qq 19,45

29 Qq 25,97, 102; C&AG's Report, paras 3.5-3.8

30 C&AG's Report, paras 3.34-3.39

31 Q38

32 Q 35; C&AG's Report, paras 3.34-3.42

33 Office for National Statistics, Labour Force Survey, (2008)

34 National Autistic Society, Think Differently, Act Positively—Public Perceptions of Autism, (2008), p 19,
(http://www.autism.org.uk/content/1/c6/01/47/21/think %20diff %20acrt%20pos.pdf)

35 Q72;Barnard, J, et al., Ignored or Ineligible? The Reality for Adults with Autism Spectrum Disorders (National
Autistic Society, 2001), p 7, (http://www.nas.org.uk/content/1/c4/28/61/ignored.pdf)

36 Q39

37 Department for Work and Pensions, Research Report No. 539: Disability Employment Advisor (DEA) Organisation in
Jobcentre Plus, (2008), (http://www.research.dwp.gov.uk/asd/asd5/rports2007-2008/rrep539.pdf)
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18. The Government recently published Valuing employment now, a cross-government
employment strategy for people with learning disabilities, which aims to close the gap
between the employment rate for people with learning disabilities and that of the disabled
population as a whole.”® This strategy and its associated delivery plan include the provision
of employment support for people who have both autism and a learning disability.*

19. Some firms, such as BT, have pro-actively recruited people with autism as part of their
diversity policy, creating a package of mentoring and reasonable adjustments to support
these staff. They have worked closely with the National Autistic Society’s ‘Prospects’ service
to understand the nature of autism and identify jobs where their skills could be a particular
advantage.®

20. The Department for Work and Pensions acknowledges that people with autism can
have valuable skills to offer employees, such as mathematical aptitude and great powers of
concentration. Its recent Employ Ability programme seeks to educate employers about the
potential benefits and obligations of employing staff with disabilities, including on-line
case study material on Asperger Syndrome.*

21. Going to university can be a challenge for young people with autism, owing to the
change of routine, location and social environment. Without appropriate support they may
struggle to complete their course.*” Between 2003 and 2008, the number of applicants
accepted to UK higher education courses with declared autism rose by 408%. Declaring
autism does not in itself automatically entitle students to special financial support,* but
university students with autism, as with other disabilities, can be eligible for Disabled
Students” Allowances as determined by an objective needs assessment. Disabled Students’
Allowances are intended to help with the cost of a ‘non-medical personal helper, items of
specialist equipment, travel and other course-related costs’. Students with autism may need
more support with the social side of university than with purely course-related matters,
and Disabled Students’ Allowances can also be used for this purpose, for example funding
a social mentor. There is evidence, however, that Disabled Students’ Allowances assessors
and higher education disability advisors are not always aware that these allowances can be
used to fund such social support.**

38 The Social Exclusion Task Force, in partnership with the Department of Health and the Department for Work and
Pensions, Valuing Employment Now: Real Jobs For People With Learning Disabilities, (24 June 2009),
(http://www.cabinetoffice.gov.uk/media/217088/coi_real_jobs.pdf)

39 Qq65-67

40 Q52; C&AG's Report, Case Example 1, p 22
41 Q105

42 C&AG's Report, para 3.30

43 Qq 93-96

44 C&AG's Report, para 3.33
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3 Improving the effectiveness of services
for adults with autism

22. In a few areas of the country, multi-disciplinary health and social care teams have been
established for people with high-functioning autism.*” Such teams can improve outcomes
and quality of life for adults with autism by facilitating access to diagnosis, managing
mental health problems, increasing the likelihood of employment and independent living,*
and reducing the burden on carers.”

23. NAO modelling of the potential costs and benefits of providing specialist health, social
care and employment support more widely suggests that that, in addition to quality-of-life
improvements for adults with autism and their carers, such services could also reduce costs
to the public purse. This would be achieved, for example, by supporting people where
appropriate to live in more independent and cost-effective housing rather than full-time
residential care.

24. The NAO estimated that if such services identified and supported around 4% of the
adults with high-functioning autism in their local area, they could become cost-neutral
over time, as well as resulting in additional earnings and reduced expenses for individuals.
Higher identification rates could increase these benefits further, potentially leading to net
savings for the public purse.*®

25. To realise these potential benefits, however, local health and social care organisations
and Jobcentre Plus would need to work together in developing services, for example
through pooled health and social care budgets and joint commissioning arrangements.*

26. Developing autism-specific expertise locally is also likely to reduce the need to send
adults with autism to services outside the local area.”® Recent research suggests that
commissioning residential and inpatient services out-of-area can divert resources which
could be used to develop services locally at lower cost, and that people with autism are
more likely to be placed out-of-area than some other groups with learning difficulties.”

27. Lack of appropriate local housing provision for adults with autism was confirmed by
the NAO survey, where 65% of Local Authorities and NHS bodies reported difficulty
finding appropriate supported housing for people with autism in their local areas. 68%
reported difficulty identifying appropriate residential placements within area.> Moreover,

45 Q 46; C&AG's Report, paras 4.14-4.15
46 Q80

47 C&AG's Report, paras 4.17-4.24

48 Qq 19, 46

49 Q 15; C&AG's Report, para 4.26

50 Qq50, 51, 106

51 Emerson E and Robertson J, Commissioning person-centred, cost-effective, local support for people with learning
difficulties (Social Care Institute for Excellence, July 2008),
(http://www.scie.org.uk/publications/knowledgereviews/kr20.pdf)

52 C&AG's Report, para 3.23
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local organisations do not always have sufficient information about the placements they are
commissioning out-of-area to gauge whether these are cost-effective and appropriate to
need. 16% of local organisations responding to the NAO survey did not know how many
adults with autism they were supporting out-of-area.”

53 C&AG's Report, paras 3.15-3.16
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Formal Minutes

Wednesday 15 July 2009

Members present:
Mr Edward Leigh, in the Chair

Keith Hill Mr Don Touhig
Mr Austin Mitchell

Draft Report (Supporting people with autism through adulthood), proposed by the
Chairman, brought up and read.

Ordered, That the draft Report be read a second time, paragraph by paragraph.
Paragraphs 1 to 27 read and agreed to.

Conclusions and recommendations read and agreed to.

Summary read and agreed to.

Resolved, That the Report be the Fiftieth Report of the Committee to the House.
Ordered, That the Chairman make the Report to the House.

Ordered, That embargoed copies of the Report be made available, in accordance with the
provisions of Standing Order No. 134.

[Adjourned till Wednesday 14 October at 3.30 pm
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