[image: image1]



CHILDREN AND YOUNG PEOPLE WITH AUTISM IN DERBYSHIRE
HEALTH & SOCIAL CARE NEEDS ASSESSMENT
CONTENTS:

1. Introduction…………………………………………………………………2
2. Conclusions and recommendations……………………………….......3
3. Questions for consultation and how to respond……………………..8
4. Data…………………………………………………………………………...9
5. Current pathways for assessment and diagnosis………………….23
6. Evidence base:  Interventions………………………………………….26
7. Access to wider services and support………………………………33
8. Training………………………………………………………………….....38
APPENDICES

Appendix 1:  Staffing and training in specialist services

Appendix 2:  Current pathways

1. 
INTRODUCTION

What is autism?

Autism is a lifelong condition that affects how a person communicates with, and relates to, other people. It also affects how a person makes sense of the world around them. The three main areas of difficulty, which all people with autism share, are known as the ‘triad of impairment’. These are difficulties with:

· Social communication (e.g. using and understanding verbal and non-verbal language such as gestures, facial expressions and tone of voice);

· Social interaction (e.g. recognising and understanding other people’s feelings and managing their own);

· Social imagination (e.g. preferring a fixed routine and finding change hard to cope with; having a narrow range of interests).

As the name implies, Autistic Spectrum Condition (ASC) covers people with a spectrum of autistic conditions.  Many people with autism experience some form of sensory over- or under-sensitivity.  Many people with autism may also have other conditions such as attention deficit hyperactivity disorder (ADHD) or a learning disability.  People with Asperger’s Syndrome are included in the definition of those with ASC.  They are within the normal range of intellectual ability, but are affected by the triad of impairment.  Like other people with ASC, they can be vulnerable to bullying or social isolation, and at greater risk of developing mental health difficulties.

This Health and Social Care Needs Assessment

This document brings together information from a range of different sources - including data from education, social care and health services, research reports and surveys.  It reflects the views of professionals from a wide range of services who took part in a ‘Task and Finish Group’ and views from a small number of parents.  It identifies the health and social care needs of children and young people with autism and their families, and how effectively they are being met by current services and support in Derbyshire.  It identifies some priorities for action. 
Please tell us what you think.  We want to know how we can improve life for children and young people with autism and their families.  We will use your comments to develop a “commissioning plan” to improve services and support in Derbyshire.

2.
CONCLUSIONS AND RECOMMENDATIONS

An increasing number of children and young people are being diagnosed with autism in Derbyshire.  This, and the better identification of their needs, is putting pressure on services.  It is possible that the numbers will continue to rise in future years.  

The most immediate issue is what this means for health services involved in making a diagnosis.  Waiting times already exceed good practice guidance, and there is a particular pressure point around clinical psychology.  Some specialist health services report that they are seeing more children with complex needs.  There is much good practice and expertise within teams, but there are different practices in north and south Derbyshire due to the way in which services are organised, and there can also be different practices within services depending on the skills, experience and approach of individuals.  Currently, there is no agreed County-wide pathway for the process of assessment and diagnosis.  A more consistent and transparent approach would be beneficial to families and professionals, and could be more efficient in the long run.  

Recommendation 1:  A Derbyshire-wide autism pathway needs to be developed and publicised.  The pathway should promote more consistent practice, including when multi-agency assessments and meetings should take place.  It should be clear about how to access services and support, as well as how to reach a diagnosis.  It should make clear that specific outcomes should be identified for each individual child. (High priority)
Recommendation 2:  Services involved in ASC-specific assessments across the County should work together to audit diagnostic processes against final guidelines by the National Institute for Clinical Excellence (NICE) when these are available, to test compliance and consistency of practice (High priority)
Recommendation 3:  Health services and the Local Authority should develop strategies to reduce waiting times for assessment (Medium priority – high priority for some services).  For example this might be through some combination of:

· Better training of front-line staff in multi-agency teams, schools and early years settings to recognise where children and young people may have autism, learning disability or ADHD and to reduce the number of inappropriate referrals;

· Increasing the number of professionals across a range of agencies who are appropriately-trained to contribute to autism-specific assessments, including Paediatricians, Speech and Language Therapists, Occupational Therapists, Educational Psychologists and Clinical Psychologists. 
Draft guidance by the National Institute for Clinical Excellence (NICE), currently subject to consultation, recommends a single ASC team in each area with a single point of contact.  This could improve the quality of diagnosis and the experience of children and families.  If it were possible to develop a single team that would not only co-ordinate assessments but also develop and lead interventions, this could help to address some of the gaps between current services identified in this document.  However, it would be a major organisational challenge.  It would also be important not to have too narrow a focus on children and young people with ASC since other conditions can initially present with similar behaviours and children with ASC may have other conditions such as a learning disability or ADHD  

Recommendation 4:  To consider, in the context of the Local Authority’s current review of services for children and young people with Special Educational Needs and Disabilities, how to develop a genuinely multi-agency, 52-week specialist team that could co-ordinate ASC-specific assessments and interventions, working flexibly with other services including the voluntary sector.  The team would develop individual outcomes and tailored packages of support for individual children with ASC across all settings.  It would train parents and staff in other services to lead those interventions, reviewing periodically how well they were working.  A co-ordinator could check referrals for assessments and make sure that adequate information had been gathered prior to referral.  The co-ordinator could also make sure that children were being adequately supported e.g. in education whilst waiting for assessment.  This model would require additional resources, as well as some re-organisation of existing teams and activities.  (High priority)

If this cannot be funded at present, a lower cost alternative might be to recruit one or more probably two ASC specialists to co-ordinate a ‘virtual’ ASC team.  Staff involved in providing specialist ASC assessments and interventions would be identified and a proportion of their time assigned to the virtual team.  The virtual team would have a single point of contact for referrals, a single database and operate according to an agreed pathway.  However, staff would be employed by their existing services and continue with any wider functions.  The team co-ordinators would themselves be directly involved in assessment and service delivery, as well as co-ordinating and developing the service.  

Health Visitors, Children’s Centres and other early years practitioners in Derbyshire have an important role to play in early screening for ASC.  Health Visitors see children routinely at 12 months and 2 ½ years.  However, if there are concerns about a child, the Health Visiting pathway anticipates that support will be increased via the ‘Universal Plus’ or ‘Universal Partnership Plus’ model.  In these circumstances, Health Visitors would see children regularly and would be well-placed to use the CHAT
 early screening tool for autism at 18 months.  Use of this tool is recommended nationally.  Health Visitors and other early years practitioners would need appropriate training, and basic information about the ASC pathway, in order to fulfil this role.

Recommendation 5:  That training and information for Health Visitors, Children’s Centre staff and other practitioners is developed to improve ‘early screening’ for children at risk of social communication disorders at 18 months – 2 years.  Existing services e.g. Pre-school Support Service, Disability and Inclusion Team could train people in other agencies to deliver this training (High priority)
Children with autism who live in north Derbyshire cannot access a sensory assessment by the occupational therapy service, whereas those in south Derbyshire can.  This is a gap which needs to be addressed:  It is recommended good practice that young people with autism can access occupational and physical therapy if there is a defined functional need.

Recommendation 6:  That Health services address the gap in access to occupational and physical therapy in north Derbyshire (Medium priority)
Lack of data about the number of children and young people with ASC and the support they are getting makes it difficult to assess how well needs are being met.  There is a need to improve the availability and quality of data in the future.  This should ideally be achieved through the new children’s information system that is being commissioned by Derbyshire County Council.

Recommendation 7:  There should be a single, secure database which all relevant professionals contribute to, which can be used to identify needs and review services (Medium priority)
In general, services in Derbyshire offer interventions which are evidence-based.  However, there is a need to make sure that children and young people can always get the interventions which are best for their individually-assessed needs (e.g. they can still access Cognitive Behavioural Therapy if that’s what they need, even if there are no Psychologists within the service they have been referred to).  Services also need to be clear about the outcomes they are working with the child and family to achieve.  This could be a role for a co-ordinating group.

Recommendation 8:  That a co-ordinating group is put in place, with representation from professionals, parents and the voluntary sector, to make sure that services are coherent, equitable and outcome-focused across the county. (Medium priority)
There is a need to improve autism awareness within universal and some specialist services – including schools and early years settings, social care teams, GP practices, health visiting and the new multi-agency teams.  Frontline staff need to have the skills and confidence be able to identify where a child may have additional needs and refer appropriately for diagnosis.  They also need to understand the demands placed on families, and have the skills and confidence to support children with additional needs effectively, including by setting and working towards appropriate outcomes for each individual child, making use of advice and support from more specialist agencies where necessary and appropriate.  There is already some excellent practice to build on, including the booklet ‘Children or young people with autism in my setting’ and the Understanding Autism course for parents of newly-diagnosed children.  The information needs to be made consistent across all agencies and current good practice extended.  Ideally, training needs to include awareness of a range of conditions which can present with similar behaviours including attention deficit hyperactivity disorder and learning disability.

Recommendation 9:  That someone from each setting or team (e.g. school, private day nursery, social work team, GP surgery, multi-agency team) should have basic autism awareness training and simple, accessible information should be available on how to recognise and support children with additional needs (High priority)
The National Autism Plan recommends that all children and young people with autism have access to a lead professional to coordinate services and support across settings; make sure that they and their families have access to good information and ensure that appropriate short and long term outcomes are agreed which everyone is working towards.  This does not always happen in Derbyshire.  There seems to be a particular gap for young people with high-functioning autism and Asperger’s syndrome, who may benefit from more consistent, long-term support, even if this were at a low level.  This gap may exist because current definitions of mental health, and the eligibility criteria which currently apply to Child and Adolescent Mental Health Services (CAMHS) and social care, are too narrow.  This group of young people can be isolated, bullied and have a high risk of mental health problems.  A lead worker who knows the child and their family well, and can help them to access social opportunities and develop strategies to address problems as they emerge, could potentially reduce the number of repeat referrals to specialist CAMHS.

Recommendation 10:   A lead professional should be identified early on in the pathway and should preferably be someone who already has good links with the family (e.g. Special Educational Needs co-ordinator, Health Visitor, multi-agency team).  The person who first collates concerns about a child should expect to take on a lead professional role, unless it is clear that someone else would be the most appropriate person (High priority)
Although many young people with severe autism and challenging behaviour have benefited from the short breaks which have been funded via the Aiming High programme, other young people with autism were not able to access them. Better access to social opportunities and activities could help these young people to build their confidence and self-esteem.  

Recommendation 11:  That the Local Authority & Health Services consider whether and how more young people with autism could benefit from short breaks and social activities. (Medium priority)
The Local Authority’s current strategy to develop more local post-16 educational provision for young adults with learning difficulties and disabilities, to help families choose local provision (where appropriate) rather than having to take an out-of-county placement, will have implications for local health, social care and housing services.  

Recommendation 12:  Children’s and adult health services, social care and housing authorities need to plan to provide additional services and support, if more young adults with autism remain in Derbyshire in the future.  (High priority)
Currently the voluntary sector plays a vital part in supporting children with autism and their families.  This role needs to be recognised, and consideration given to how to ensure it can be sustained at a time of great financial instability for the voluntary sector.

Recommendation 13:  Consider how best to maintain and build upon existing voluntary sector provision for young people with autism and their families (Medium priority)
Families and professionals have identified transition as a concern.  This includes transition when families move into the area, transition from primary to secondary school and transition to adult life.

Stress at school, because the teaching environment isn’t working for the young person, can be a major factor in mental health problems developing.  This often emerges as an issue during the transition from primary to secondary school.  Professionals have suggested a review of whether there is access to appropriate educational provision across Derbyshire.  They suggest that there is greatest need to review current provision for children with autism who do not also have a learning disability.

Concerns about transition to adult services is thought to be a particular issue for CAMHS and therapy services, because adults with autism have more limited or no access to the equivalent service.

Recommendation 14:  The Local Authority should review whether there is access to appropriate educational provision across the County. (Medium priority)

Recommendation 15:  Each service needs to develop clear protocols to manage transitions.  The commissioning plan for adults with autism needs to address current gaps in provision.  There should be joint consideration of support into employment. (High priority)
3.
QUESTIONS FOR CONSULTATION & HOW TO RESPOND

Do you agree with the conclusions and recommendations in chapter 2?
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What do you think would most improve the quality of life for children and young people with ASC in Derbyshire and their families?  (please prioritise up to 3 things)
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What do you value most about the services or support you get now?
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Please send your comments to Linda Dale, Service Improvement Manager, Derbyshire County Council, Children & Younger Adults Department, Room 383, County Hall, Matlock, DE4 3AG by Friday 30th September 2011 (or email linda.dale@derbyshire.gov.uk)

4.
DATA

Data Summary

The latest available data
, collected in 2010, shows that 1,157 0-18 year olds with autism were known to health, education and social care services across Derbyshire (0.7% of the 0-18 population).  Not all children and young people with autism are diagnosed, which means that these figures will under-state the true number.

Overall, the data in this section shows that, over the past few years, there has been considerable growth in the number of children and young people who are being diagnosed or otherwise identified as needing support for an autistic spectrum condition.  Whilst the general trend in the number of statements of special educational needs is going down, the number of statements issued for autism is increasing.  And while data from health services is patchy (see recommendation 7), what data exist reinforce the perception amongst health professionals that there are increasing numbers of referrals for children where autism is suspected, and a corresponding increase in the number of assessments that are undertaken.   

These recent trends are almost certainly the product of greater awareness of autism within services and society, better assessment procedures and a greater appreciation of the need for support.   It is clear that the growth in numbers is already putting pressure on services.  For instance, in north Derbyshire the average time from referral to a Consultant Paediatrician to completion of a Multi-Disciplinary Team assessment has increased from around 25 weeks in 2008 to around 32 weeks in 2010
.  These figures are likely to under-state the waiting times for children who need an autism assessment, who are more likely to need clinical psychology input.  The current waiting time for clinical psychology in north Derbyshire is around 8 months.  

It is impossible to know whether the numbers of children being diagnosed with autism will continue to rise in the future, and at what rate. However, since the number of children and young people who are on the autistic spectrum and known to services in Derbyshire remains well short of the estimated 1% national prevalence rate, we might reasonably expect to see some further increases as services continue to get better at recognising their needs.  There may also be some further increases in the number of children and young people who are recorded as having autism as a result of better data management and recording by services.  

Education Data

Data from the School Census shows that the number of children with statements of special educational needs, who have autism as their primary or secondary need, has risen year-on-year since 2006.  There has also been a year-on-year increase in the number of children with autism who are at school action plus (see tables A and B below).  The increasing number of children and young people who are recognised to have educational needs arising from their autism needs to be considered within the context of a slight reduction in the total number of 0-18 year olds in Derbyshire over the same period, and a fall in the total number of pupils with statements.
Table A: Trends in number of Derbyshire pupils with a statement of special educational needs with autism as primary or secondary need
	
	
	Total pupils with SEN Statement
	Primary pupils with statement for ASC
	Special school pupils with statement for ASC
	2ndary pupils with statement for ASC
	Total with statement for ASC 
	As % of total Statements
	% increase since 2006

	Jan 2010 Census
	Primary Need
	2646
	174
	126
	194
	494
	19%
	25%

	
	Secondary Need
	926
	14
	22
	23
	59
	6%
	13%

	Jan 2009 Census
	Primary Need
	2587
	173
	121
	163
	457
	18%
	15%

	
	Secondary Need
	911
	12
	22
	24
	58
	6%
	12%

	Jan 2008 Census
	Primary Need
	2597
	198
	102
	134
	434
	17%
	10%

	
	Secondary Need
	842
	15
	20
	17
	52
	6%
	0

	Jan 2007 Census
	Primary Need
	2691
	207
	96
	123
	426
	16%
	8%

	
	Secondary Need
	809
	20
	20
	19
	59
	7%
	13%

	Jan 2006 Census
	Primary Need
	3207
	204
	68
	124
	396
	12%
	-

	
	Secondary Need
	836
	22
	19
	11
	52
	6%
	-

	Notes:
	
	
	
	
	
	
	
	

	- Pupils are included in the calculation where their enrol status is C (single registration - current) or M (dual registration - main).
	
	
	

	- Dually registered pupils where their enrol status is S (subsidiary) are excluded from the calculation.
	
	
	

	- Pupils are included in the calculation where their attendance type is full time or part time.
	
	
	


Table B:  Trends in number of Derbyshire pupils at SEN school action plus with ASC as primary or secondary need
	
	
	Total pupils with SEN School Action Plus
	Primary pupils School Action Plus ASC
	Special school pupils School Action Plus ASC
	Secondary pupils School Action Plus ASC
	Total School Action Plus ASC 
	As % of total SEN School Action Plus
	% increase since 2006

	Jan 2010 Census
	Primary Need
	6568
	104
	7
	105
	216
	3%
	118%

	
	Secondary Need
	1209
	20
	0
	8
	28
	2%
	100%

	Jan 2009 Census
	Primary Need
	6129
	80
	7
	95
	182
	3%
	84%

	
	Secondary Need
	1106
	15
	0
	7
	22
	2%
	57%

	Jan 2008 Census
	Primary Need
	5715
	81
	4
	72
	157
	3%
	59%

	
	Secondary Need
	961
	9
	0
	5
	14
	1%
	0

	Jan 2007 Census
	Primary Need
	5391
	56
	0
	57
	113
	2%
	14%

	
	Secondary Need
	860
	7
	0
	6
	13
	2%
	-7%

	Jan 2006 Census
	Primary Need
	4560
	55
	0
	44
	99
	2%
	-

	
	Secondary Need
	663
	11
	0
	3
	14
	2%
	-

	Notes:
	
	
	
	
	
	
	
	

	- Pupils are included in the calculation where their enrol status is C (single registration - current) or M (dual registration - main).
	
	
	

	- Dually registered pupils where their enrol status is S (subsidiary) are excluded from the calculation.
	
	
	

	- Pupils are included in the calculation where their attendance type is full time or part time.
	
	
	


Early Years

Caseload information from the Support Service for Pre-School Children with Special Educational Needs (SSPSCSEN) shows the service working with the following numbers of pre-school children who have autism as their primary need:

 
Table C:  Caseload Data from Support Service for Pre-School Children with Special Educational Needs (SSPSCSEN)
	Date
	Number of children with ASC as primary need
	Total number on caseload
	Percentage of total caseload with ASC

	July 07
	6
	154
	4%

	July 08
	23
	163
	14%

	July 09
	31
	166
	19%

	July 10
	21
	176
	12%

	Dec 10
	22
	160
	14%


 
Anecdotally, the perception of staff is that there has been a steady rise in the number of pre-school children where autism has been diagnosed or is suspected.  However, the service activity data which is available is not robust and so it is difficult to provide evidence which fully supports this conclusion.

Non-maintained schools and residential placements with Education

The data in Tables A and B above cover pupils in maintained schools in Derbyshire, including school sixth forms.  As at March 2011, a further 47 children and young people with autism or speech, language and communication difficulties attended non-maintained schools within or outside the county of Derbyshire:

· Non maintained = 38, of which 8 had autism as their primary need and 29 had speech, language and communication difficulties
· Independent = 9, of which 4 had autism as their primary need and 5 had speech, language and communication difficulties

  

This represents about 5% of all Derbyshire pupils with autism, a low proportion compared with many other authorities
.
Post-16 Learning

There is a lack of reliable, County-level data on the number of young people with autism in post-16 learning.   The latest data which is available suggests that there may be up to around 130 young people with autism in post-16 educational placements, although this estimate should be treated with considerable caution.   It comprises:

· 21 young people aged 16-18 with autism
 attending non-maintained schools or residential placements;

· 4 16-18 year olds with autism on placements with Independent Specialist Providers
;
· Around 60 16-18 year olds from Derbyshire with Aspergers Syndrome, and 45 with autism, attending general Further Education colleges across the East Midlands region.  These figures should however be treated with considerable caution
.  

Autism, in combination with other needs, accounts for the largest single number of post-16 placements with Independent Specialist Providers (ISPs) in Derbyshire.  This is particularly marked for new placements.  In 2010/11, autism is the primary need for just under half of all young adults starting ISP placements (most of whom are 18+).   There is a need to develop new local provision that can meet the needs of young adults with severe autism (this links to recommendation 12).

2010 Data Snapshot
In 2010, data was collected from all sources to identify the number of disabled children and young people aged 0-18 who are known to services within Derbyshire.  Figure 1 below summarises the total number of children and young people with ASC who are known to services (1,157), compared with the estimated 1% national prevalence rate (1,688):
Figure 1
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If the prevalence of autism in Derbyshire is in line with the 1% estimated national prevalence rate, we would expect 1,688 young people in Derbyshire to have autism.  This compares with only 1,157 (0.7%) who are known to services.  At first sight this seems a low proportion.  The difference can be explained because:

· a number of children with autism receive support at school action level.  They are known to education, and are getting support, but we cannot identify the size of this group due to the way in which data is recorded;

· Overall, the identification rate - i.e. the proportion of children within each age group who have been diagnosed with autism – is lowest for 0-4 year olds.  This is because the needs of very young children may not yet be apparent (e.g. those less than 18 -24 months old) and older children within this age group may still be undergoing assessment;
· At any given time, there will be a number of young people in Derbyshire whose autism has not yet been recognised.  The identification rate rises for children of primary school age, and rises further for children of secondary school age.   This is because 50-60% of children with autism have a relatively mild presentation
.  The needs of these children will be less obvious at first, particularly if they are in a supportive setting.  They are more likely to be diagnosed at an older age when problems come to light, e.g. during transition from primary or secondary school.  
Where children and young people with autism live
Table D below shows the home district of children and young people with autism in Derbyshire, using data from the 2010 ‘Data Snapshot’.
Table D:  Where children and young people with autism live
	Number of children from Data Snapshot (any data source)
	 
	 

	
	Total
0-18
	Totals by age group

	
	District
	
	

	
	
	
	0-4
	5-10
	11-13
	14-17
	18

	
	Amber Valley
	216
	11
	74
	52
	70
	Less than 10

	
	Bolsover
	123
	Less than 10
	40
	26
	46
	Less than 10

	
	Chesterfield
	133
	Less than 10
	25
	33
	60
	10

	
	Erewash
	150
	Less than 10
	70
	30
	34
	Less than 10

	
	High Peak & North Dales
	174
	Less than 10
	54
	46
	57
	15

	
	North East Derbyshire
	119
	Less than 10
	37
	28
	39
	11

	
	South Derbyshire & South Dales
	184
	Less than 10
	57
	48
	59
	13

	
	Out of County
	40
	Less than 10
	12
	Less than 10
	19
	Less than 10

	
	Unknown address
	18
	Less than 10
	Less than 10
	Less than 10
	Less than 10
	Less than 10

	
	Overall total
	1157
	48
	371
	275
	386
	77


Social Care Data

The latest available data, collected in 2010, identified that 488 children and young people with autism had either been open to social care or had been allocated a link worker at some time.  This represents 42% of the 1,157 children and young people with autism who are currently known to all services in Derbyshire.  Contact with social care teams is shown in Table E below:
Table E:  Contact with Social Care Teams

	 
	 
	 

	
	Total
0-18
	Totals by age group

	 
	
	

	
	
	0-4
	5-10
	11-13
	14-17
	18

	Disabled Children's Social Care Team - social workers
	272
	Less than 10
	78
	54
	110
	22

	Disabled Children's Social Care Team - fostering short breaks
	71
	Less than 10
	17
	22
	22
	Less than 10

	Disabled Children's Social Care Team - other short break teams
	134
	Less than 10
	27
	24
	69
	13

	Any Disabled Children's Social Care Team (from list above)  #
	283
	Less than 10
	81
	59
	113
	22

	Children's Social Care mainstream teams 
	461
	12
	146
	104
	171
	28

	Children's Social Care - any team (from list above) #
	488
	13
	157
	109
	178
	31

	No contact with Social Care
	669
	35
	214
	166
	208
	46

	Overall total
	1157
	48
	371
	275
	386
	77


Notes:

This table uses data from the 2010 ‘Data Snapshot’.  The final list of children and young people in the snapshot dataset is based on children identified from all sources up to a cut-off point of the end of December 2010.  The age of children is calculated as at 1 April 2011.

The figures include children and young people if they have had contact with a social care team at any time, not just if they are currently receiving support.

Rows marked # are not a sum of the preceding rows, but a separate count of children.  The numbers do not total because children can be linked to more than one of the teams.

Table F below shows the number of children and young people with autism who have been in contact with social care by District

Table F:  Contact with social care by home district
	District
	Total number in contact with any social care team at any time 
	No. in contact with social care as a % of 0-18s known to have autism 

	
	
	

	
	
	

	
	
	

	Amber Valley
	91
	42%

	Bolsover
	43
	35%

	Chesterfield
	52
	39%

	Erewash
	72
	48%

	High Peak & North Dales
	84
	48%

	North East Derbyshire
	52
	44%

	South Derbyshire & South Dales
	72
	39%

	Out of County
	19
	48%

	Unknown address
	3
	17%

	Overall total
	488
	42%


Short Breaks
Table G below shows the number of children and young people with autism who received short breaks in 2010-11 through the ‘Aiming High’ programme.  Children with autism received around 70% of the short break provision for “Category A” children (Autistic Spectrum and/or Challenging Behaviour).  However, only around 30% of all children with autism known to services in Derbyshire received an Aiming High short break (this links with recommendation 11).
Table G
	2010-2011 short breaks
	Number of children
	Overnights (nights)
	Individual day care (hours)
	Specialist groups (hours)
	Non-Specialist groups (hours)

	Sub-group Challenging Behaviour only
	139
	634
	5206
	2649
	634

	Sub-group Autistic Spectrum etc. only
	100
	488
	3973
	1852
	381

	Recorded as belonging to both sub-groups 
	238
	2489
	12423
	6376
	485

	No split available / anonymised data
	15
	68
	457
	203
	23

	Total Group A children
	492
	3679
	22059
	11080
	1522


Note:  Totals may not sum exactly due to rounding of hours.

Health Data:  Children’s Diagnosis and Referral for ASC
South Derbyshire

Health services (Community Paediatricians and the Social Communication Disorders Assessment Service) are currently aware of 971 children under 19 within Derby City and southern Derbyshire who have a diagnosis of ASC.  Similar data is not available for CAMHS, which means that this will under-state the true number.
 Table H:  Children under 19 years with ASC by area

	Derby City
	477

	Derbyshire (South County)
	494

	Other
	33


Table I:  Children under 19 years with ASC in age ranges

	0-4
	74

	5-9
	344

	10-14
	375

	15-18
	178


Figure 2: Children and young people with autism in south Derbyshire and Derby City by year of birth
Social Communication Disorders Assessment Service (SCoDAS)
Activity Data up to end 2010
The Social Communication Disorders Assessment Service is a specialist ASC assessment service operating in South Derbyshire and Derby City.  It mainly takes referrals from Community Paediatricians when a more specialist opinion is needed in order to reach a diagnosis. Children under 8 are seen first by the ASC Specialist Consultant Paediatrician while children over 8 are seen primarily in Clinical Psychology. Between 2003 and 2009, there was an increase of 60% in the number of referrals to the ASC Specialist Consultant Paediatrician, and an increase of 50% in the number of assessments as the following data show.  This reinforces the perception that there has been an increase in the number of children who are being diagnosed with autism. Some specialist services are experiencing a higher proportion of referrals for children with more complex needs, where it can be difficult to make a diagnosis:

Figure 3
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Figure 4


[image: image6]
Average waiting times between referral and first appointment for under-8s have been loosely correlated with the number of referrals.  The average waiting time was 7.6 weeks in 2008 and 8.8 weeks in 2009.
Table J:  Source of referrals to ASC Specialist Consultant Paediatrician
	Referrer
	2003
	2004
	2005
	2006
	2007
	2008
	2009
	2010

	Community Paediatrician
	41
	34
	36
	62
	56
	76
	80
	85

	Speech Therapists
	16
	26
	3
	10
	5
	6
	8
	8

	GP
	11
	22
	8
	8
	9
	10
	11
	2

	Hospital Paediatricians
	1
	3
	4
	2
	10
	7
	11
	5

	Education
	6
	1
	2
	5
	7
	2
	3
	7

	Community Nurse/HV
	0
	0
	2
	1
	2
	1
	2
	1

	CAMHS
	1
	1
	1
	3
	5
	2
	0
	4

	Clinical Psychology
	2
	0
	3
	3
	3
	1
	3
	0

	OT
	0
	
	1
	
	0
	0
	1
	0

	Social Worker
	
	
	
	
	1
	1
	0
	0

	TOTAL
	79
	87
	60
	94
	98
	106
	139
	112


This table demonstrates that referrals are most often made by a Community Paediatrician. The referral pathway has changed in recent years and GPs referrals are now generally diverted to the Community Paediatrician for initial assessments.

Speech & Language Therapy - South
The Speech and Language Therapy Service in South Derbyshire offers initial appointments to all children within 13 weeks of the referral being received. They are often seen before this. All children receive treatment if appropriate within 18 weeks of the referral being received. In Derbyshire during 2010, the team made approximately 400 direct contacts for assessment or intervention where the primary contact was due to ASC, seeing approximately 120 children. Significant additional time is spent training and liaising with other professionals and parents, but no data on this is available for 2010. The data quoted does not include those children under investigation for a diagnosis of ASC. 
Specialist CAMHS - South 
In 2010, at least 90 ASC-specific assessments were carried out for children living in Derbyshire across all CAMHS teams, although this is likely to under-state the true figure.  Area teams report carrying out around 5 assessments each; data for the Rivermead ASC clinic is far higher but this may simply reflect better data capture.  No information is available about the number of assessments which led to a diagnosis.  In Derby City, CAMHS carried out 11 assessments, of which 8 led to a diagnosis of ASC.  County teams are currently assessing a further 21 children; City teams are assessing 30.  91 children and young people with ASC in Derbyshire County are currently ‘open’ to CAMHS services, and 6 in Derby City.  No information is available about waiting times; however assessments are usually carried out for children who are already being seen by the service for co-morbid mental health problems.  These children would not be on a waiting list.  For new referrals, there is a 6 week target waiting time for an initial triage appointment.  Anecdotally, parents sometimes say they have been waiting a very long time for appointments to the CAMHS teams.
CAMHS Learning Disability Service - South

The CAMHS LD service opened in October 2010, to provide support for children who have mental health issues and moderate to severe learning difficulties.  The full multi-disciplinary team provides a service to South Derbyshire but not Derby City.  It has completed 2 ASC-specific assessments and is carrying out a further 2.  CAMHS LD will carry out ASC-specific assessments where other services request a 2nd opinion, or where children have been referred to the service for other issues (e.g. behaviour issues) and ASC has been highlighted as a possibility during assessment.  There is no current waiting list.
North Derbyshire

In north Derbyshire, data is available on the number of Multi-Disciplinary Team assessments which are carried out, and for activity by the Child Development Psychology Team.

Child Development Centre

In north Derbyshire, the initial referral for assessment is made to a Consultant Paediatrician within the Child Development Centre.  Around two-thirds of referrals are seen only by the Consultant Paediatrician, who is able to rule out autism at that stage.   Where the Paediatrician considers that a child needs further assessment, they may request an assessment from another service (e.g. Clinical Psychology, Speech and Language Therapy) or arrange a Multi-Disciplinary Team assessment (MDT).  MDTs are organised where there are concerns about a child’s development, and assessment is needed by professionals from several disciplines to reach a diagnosis.   They are not necessarily specific autism assessments.  2010, 82 MDTs were carried out, around two-thirds for children under 5.  Of the remaining third, most children were under 11.

Of the 82 MDTs:

· 22 resulted in diagnosis of autism (of whom 9 were originally referred for suspected autism; 7 for concerns about their behaviour, 5 for language delay and 1 developmental delay)

· 20 resulted in diagnosis of learning disability

· 11 resulted in a diagnosis of specific language impairment

· 13 had a syndromic diagnosis

· 6 were diagnosed with cerebral palsy

· 5 were diagnosed with ADHD

· 2 had no neuro-developmental problems
· 3 were diagnosed with Developmental Co-ordination Disorder
In summary, 27% of all MDTs resulted in a diagnosis of autism.  3 or 4 were review assessments where the previous assessment had been inconclusive.

Child Development Psychology Team, North Derbyshire

During the calendar year 2010, the clinical psychology team for the north of the county received 153 referrals and carried out 133 assessments (32 of which were part of an MDT – see above).  Around 33% to 50% assessments result in a diagnosis of autism in any year.  
As at January 2011, the team was working with 139 children to deliver specific interventions and support, 87 of whom had autism.  16 of the children with autism also had co-morbidities including learning difficulties (11) and ADHD (5).

CAMHS – North Derbyshire
The CAMHS service caters for autistic children and adolescents if they have accompanying mental health problems. CAMHS will only carry out ASC-specific assessments if there is a reasonable possibility that children and young people may have mental health problems as well as autism.  Data on the number of assessments is not collated, but the service estimates that it carried out at least 100 ASC-specific assessments in 2010.  Some of the assessments carried out by CAMHS will be ‘second opinions’ e.g. where a child has already been diagnosed but a Paediatrician wants advice on ASC and mental health problems.  Currently, CAMHS is seeing all children and young people within 7 weeks of referral.
Speech & Language Therapy – North Derbyshire
As at February 2011, the Speech and Language Therapy Service was actively engaged with 131 children where the primary reason for the contact was ASC.  During 2010, the team had 971 contacts where the primary contact was due to ASC.  Information about the number of assessments and diagnoses is not available.  The service offers an initial appointment to all children within 7 weeks of referral.

Additional needs of children with autism

Approximately 70% of individuals with autism also meet the diagnostic criteria for at least 1 other psychiatric disorder.  Intellectual disability (IQ below 70) occurs in approximately half of young people with autism

Data from the Community Paediatric Service in southern Derbyshire indicates that 69% of children under 19 known to their services had a statement of special educational needs.  In south Derbyshire and Derby City, of the children known to have an Autism Spectrum Condition, 29 also have epilepsy (3%), 34 have Attention Deficit Hyperactivity Disorder (ADHD) (4%) and 471 have a significant learning disability (49%).  The number of children with epilepsy and ADHD seem low compared with national data on co-morbidity, which for example suggests that around 25-33% of children with autism have ADHD.   This is likely to be due to incomplete data recording, and possibly under-diagnosis.

Table K: Co-morbid conditions – Children and young people with ASC in south Derbyshire and Derby City
	Condition
	Number of children under 19
	Percentage

	ASC + Epilepsy
	29
	3%

	ASC + Attention Deficit Hyperactivity Disorder (ADHD)
	34
	4%

	ASC + Moderate Learning Disability
	260
	27%

	ASC + Severe/Profound Learning Disability
	211
	22%

	
	
	


In 2010, 86 Derbyshire children on the autistic spectrum had statements of SEN, or were at school action plus, for other primary needs.  The primary needs of these children were as follows:

Table L:  Primary needs of children with statements or at school action plus where autism is a secondary or subsidiary need

	Behaviour, Emotional and Social Difficulties
	37

	Moderate Learning Difficulties
	12

	Speech, Language and Communication
	13

	Specific Learning Difficulty
	6

	Severe Learning Difficulty
	7

	Profound and Multiple Learning Difficulty
	7

	Visual Impairment
	2

	Physical Disability
	2


5.
CURRENT PATHWAYS FOR ASSESSMENT AND DIAGNOSIS
Currently, there is no single, Derbyshire-wide pathway for diagnosis or to access services.  

In south Derbyshire, the Derby City pathway for pre-school and primary age children is followed (see Appendix 2).  There is also a SCoDAS pathway for school- age children.  Where autism is suspected, a referral is made to either the Community Paediatric Service or Speech and Language Therapy, depending on the area of concern.  If an initial assessment is suggestive of autism, then that service will arrange a General Developmental Assessment at which the Community Paediatrician, Speech & Language Therapist and potentially other agencies (depending on the circumstances) will be present.  If, following the General Developmental Assessment, there are continuing concerns which are suggestive of autism, some Community Paediatricians may organise a multi-agency ASC specific assessment.  Others may decide to refer to the Social Communication Disorders Assessment Service (SCoDAS) to carry out an ASC-specific assessment – the ASC Specialist Consultant Paediatrician for under 8s or SCoDAS in Clinical Psychology for over 8s.  The ASC specific assessment may involve conducting ASC specific interviews (i.e. DISCO, ADI-R, 3Di) and observation schedules (the Autism Diagnostic Observation Schedule), a cognitive or neuropsychological assessment, observation at school if appropriate, emotional and communication assessments. If a referral has not already been made either the Paediatrician or Clinical Psychologist will refer to Speech and Language Therapy where appropriate.  Once a diagnosis is made, there will be a meeting with the family to provide feedback.  In practice, most ASC-specific assessments for children aged 11+ will be carried out by CAMHS, where ASC will be identified in the course of treating children for co-morbid conditions such as ADHD, anxiety or depression.
In north Derbyshire, no formal pathway is currently in place.  A group was established to develop one, which is now supporting the development of a single, county-wide pathway.  Current practice is for universal services to collate their concerns about a child and to make a referral to Child Development Centre at Chesterfield Royal Hospital Foundation Trust.  The child will then be seen by a Consultant Paediatrician.  If the initial assessment is suggestive of autism, the Paediatrician will either refer the child for an assessment by other professionals (e.g. Speech and Language Therapist; Clinical Psychologist) or arrange a Multi-Disciplinary Team assessment which is followed by a multi-agency (or multi-professional) meeting to agree a diagnosis.  The family may choose to attend this meeting, or to come in at the end to hear the conclusions.

There are some key differences in practice between north and south Derbyshire in reaching a diagnosis:

· In South, there is a well-established Community Paediatric Service serving South Derbyshire and Derby City.  In the North, there is no equivalent service.  This means that, in the North, Paediatricians may have less specific training and experience of autism.  This may be why children under 11 are more likely to be seen by a Clinical Psychologist where ASC is suspected, as part of the multi-agency assessment.  Waiting times for clinical psychology in the north are currently around 8 months, so this significantly increases the time taken to reach a diagnosis;

· In the north, it is common (but not universal) practice to arrange a formal Multi-Disciplinary Team assessment, which includes a multi-disciplinary meeting to discuss the evidence which has been collected during the assessment and agree a diagnosis.  In south Derbyshire, the assessment is generally co-ordinated by health services, with input from all agencies involved with the child.  Most often this will be the multi-disciplinary ASC team (SCoDAS), and for a significantly smaller proportion Community Paediatricians or CAMHS. Due to resource and time constraints, it is now not usual for a multi-agency meeting to be held as part of the assessment but meetings will be arranged locally as part of the CAF/Team Around the Child process as needed. This contributes to shorter waiting times for assessment in the south, but a multi-disciplinary meeting to agree the diagnosis is good practice consistent with the National Autism Plan.  

Analysis of current pathways also reveals some issues which are common to both north and south Derbyshire:

· Services are not generally meeting the good practice timescales set out in the National Autism Plan, or the draft NICE guidelines.  The National Autism Plan recommends that a General Developmental Assessment should be completed within 13 weeks of concerns being identified.  If a specific multi-agency ASC assessment is then required, this should be completed within a further 21 weeks.  So there should be a maximum of around 34 weeks from concerns being identified to completion of an ASC assessment and care plan.  The draft NICE guidelines say that an ASC specific assessment should start within 3 months of referral to the ASC team.  Due to a lack of data, it has not been possible to establish by how much these timescales are being exceeded (this links to recommendation 3)
· The experience of any individual young person and their family in getting a diagnosis and accessing support is likely to vary, depending on where they live in Derbyshire and which service – or which professional within that service - they are referred to.  There is a need for more transparency and consistency (this links to recommendations 1 and 2)
· Current pathways – where they are written down - focus on the medical pathway for diagnosis and are not explicit enough about other aspects of good practice set out in the guidance documents, including:

a) The need for universal and targeted services to collate their observations about a child before making a referral for an assessment.  This means that a number of inappropriate referrals are being made, which is increasing pressure on health services and waiting times (this links to recommendations 1 and 3);

b) The need for the SEN or Early Years Code of Practice to be initiated immediately by the school or setting, as soon as concerns about a child are identified.  Appropriate interventions should then be put in place by the school or setting immediately, and their impact monitored (links to recommendation 1);

c) The need for a lead professional to be allocated as quickly as possible, to work with the child or family.  Children with autism in Derbyshire are not necessarily allocated a lead professional or ‘key worker’ to co-ordinate services and support on behalf of the family (links to recommendations 1 and 10);

Diagnosis needs to be made through a multi-disciplinary team and practice needs to be consistent across the County.

Transition to adult services needs to be improved, with clear and written pathways/arrangements for transition into adult services (links to recommendation 15).

6.
EVIDENCE BASE:  INTERVENTIONS
The current evidence base is limited.  Jones (2006) notes that “little rigorous research evidence exists to guide decisions for children with ASC”.  This is due to the difficulty in evaluating interventions robustly when there are so many different variables to consider.  All children and young people with autism have different needs, personalities and family circumstances.  Recent research in the USA (Green et al, 2006) also found that on average, at any one time children were receiving 7 different types of intervention.  The number of treatments and approaches which are available, the individual nature of children’s needs, and the likelihood that most children will experience more than one intervention at a time all make it extremely difficult to establish the efficacy of any single intervention.

Individual assessment
The evidence which is available all points to the need to adapt interventions and support to the individual need of young people and families.  Some children and young people on the autistic spectrum will have much greater needs than others.  And the likelihood that a particular intervention will be successful will depend on a range of factors, including the child’s individual needs, personality and family circumstances.  An East Midlands Regional Partnership report
 also recommended that solutions be more tightly focused:

‘Rather than global solutions to problems such as a residential school or overnight short break care, there is a need for a better analysis of what the crucial pressure points are – what needs to change, what needs to be done to make just enough difference to make a difference.  The right small change can often be exponential in its effects’
Early interventions to support social and communication skills
The strongest evidence base at present for improving social and communication skills relates to the use of early and structured programmes which develop these skills and behaviours, such as the ‘TEACCH’ programme.  These programmes are also linked with improvements in behaviour.  The ‘TEACCH’ programme aims to provide a highly structured environment with visual aids to support communication.  It enables the child with ASC to be supported to develop understanding and communication skills, which leads to better functioning.  These structured approaches form the basis of Derbyshire’s Teaching Services for pupils with autism, which make use of:

· TEACCH

· Picture Exchange Communication system (PECS)

· Social stories/Comic strip characters

· Emotions teaching:  From Mind Reading, Transporters, Emotions Library and other methods are used alongside Social and Emotional Aspects of Learning (SEAL) to make it ASC friendly

· SCERTS:  Social Communication, Emotional Regulation, Transactional Supports Framework, which can give structure and common working for a setting
Behavioural interventions
Behavioural interventions are most effective for addressing specific behavioural issues or reducing mental health problems.  The Scottish Intercollegiate Guidelines Network
 divides these into:

(i) Intensive behavioural programmes.  These programmes are intensive, usually involving 20-40 hours of intervention per week;

(ii) Interventions which aim to increase positive behaviours or address specific behavioural difficulties associated with autism - such as sleep disturbance, self-injury or aggression;

(iii) A range of other behavioural/psychological interventions which do not fall readily into the other two groups

There is strong evidence that behavioural interventions can be used effectively to address specific skills deficits or sensory problems, although there is little evidence in support of any one particular methodology or intensity of treatment.  Behavioural interventions are commonly used by Psychology and CAMHS services within Derbyshire, although there are waiting times to access this support.  For example, the Department of Clinical Psychology at Derby Hospitals NHS Foundation Trust offers evidenced based interventions for problems with sleep, feeding, behaviour etc. They also offer an Autism Specific Intervention/Treatment Service for children and young people with autism and their families. 

Intensive behavioural programmes, such as the Lovaas programme, use highly structured and intensive interventions to teach specific skills rather than addressing specific behavioural issues.  The evidence base for intensive behavioural interventions is mixed.  One systematic review of the Lovaas programme concluded that a causal relationship could not be established between a particular programme of intensive behavioural intervention and the achievement of ‘normal functioning’ (meaning the capacity to follow a normal academic curriculum in a mainstream school).  However, some recent studies have identified an impact.  Highly intensive programmes of 35/40 hours per week are not supported within Derbyshire, due to their high cost and the mixed evidence base.

Parent mediated interventions
Parent mediated intervention programmes are recommended for families with autistic children and young people of all ages
.  See chapter 6 for more about training for parents.  
Speech and Language Therapy (SLT)
The available evidence points to speech and language therapists working collaboratively with parents, teachers and others involved in the day-to-day care of the young person to improve the consistency of intervention and ensure generalisation and maintenance of emerging and newly acquired communication skills
.

There is evidence of the effectiveness of different targeted approaches to the treatment and management of social communication impairment and functioning of children with autism, including Augmentative and Alternative Communication
.  There is also evidence which reinforces the need to tailor interventions to the individual needs of young people.  Parents and professionals have reported that pupils benefit when speech and language therapy is integrated into the curriculum
. The “Total Communication” method promotes effective communication in a social setting
. Use of computer based interventions - such as video-modelling - also appears promising
 although there is no evidence about how widely these approaches are used within Derbyshire.  A current study is exploring the cost-effectiveness of an approach which targets core social interactive and language/communication impairments in autism and takes as its rationale that children with autism require a style of carer communication precisely adapted to these impairments and respond on their part with enhanced communicative and social development
. The recently published Matrix Report identified that every £1 spent on speech and language therapy for children with autism produces £1.46 in lifetime cost savings and productivity gains.

In Derbyshire, children are eligible for SLT if they are aged 0-19 and in full time education with a suspected speech, language or communication need, or eating, drinking or swallowing disorder.  Speech and Language Therapists work in partnership with parents and other family members and school/setting staff to create a “Total Communication” environment. SLT targets are usually established in conjunction with parents and school/setting staff and integrated into the curriculum where appropriate. The aim is usually to establish functional communication skills with targeted advice for specific needs related to speech and language disorder if relevant. 

For pre-school children, a range of interventions, both child-and parent-focused, are available.  In north Derbyshire, prior to diagnosis, language and communication groups offer intervention for children alongside support and training for parents in early communication skills. In south Derbyshire, the Hanen® More Than Words Parent Course is available for parents of children with ASC subject to funding. Sign and Symbol Courses are also available for parents and staff. All children and their families referred to Derbyshire Community Health Service Speech and Language Therapy Service receive support from the SLT in developing their child’s early communication skills in conjunction with the multi-agency team. 
In both north and south Derbyshire, a Specialist Speech and Language Therapist has a caseload which is entirely children with ASC and part of the responsibility of this post is to support other SLTs working with children with ASC. This supports a model of provision which ensures that every therapist can manage a child with ASC, with support from the specialist as necessary.  A stepped model of intervention provides increasingly specialist input, according to the severity and specificity of the child’s needs.
Unless Speech and Language Therapists are working with very young children in pre-school or private day nurseries, it is not standard practice to invite before/after school or holiday childcare providers to understand the interventions that are being used with the children or young people.  This could be extremely helpful, as many of the children and young people could spend a considerable amount of time within those settings (this links to recommendation 4).
Occupational and Physical Therapy
Children and young people with autism may also benefit from occupational therapy or physiotherapy as part of a home and school approach to address specific difficulties with daily living skills or gross motor development, or to advise on home adaptations and behavioural approaches where appropriate.  

Currently, in the north of the county, Occupational Therapy and Physiotherapy are available only if the child has a condition other than ASC which meets the service criteria for referral to that service (i.e. a diagnosis of ASC on its own will not meet referral criteria).  (this links to recommendation 6)
In the south of the county, Occupational Therapy and Physiotherapy referrals are accepted for children with ASC as the primary diagnosis in addition to a defined functional problem for therapy to address. They will be offered an 'assessment and advice' package of up to 20 hours maximum.  No 'sensory type' treatment interventions are offered.  In addition, each CAMHS LD team (north and south) has an Occupational Therapist who can give advice and sensory intervention to children who meet the criteria for that service, and train others.
Psychological interventions
There is a very strong evidence base for Cognitive Behavioural Therapy interventions for depression and anxiety in a non-ASC population, and some promising work using this approach within ASC
. However, as with all complex interventions, those practitioners purporting to offer them must be appropriately trained, experienced and accredited.  CBT uses techniques to help people become more aware of how they reason, so that they can change how they think and therefore how they behave.  It is likely to work only for those who have both the capacity and the preference for monitoring and managing their own behaviour.  It is therefore more likely to work for high-functioning individuals with autism or Asperger’s syndrome (IQ of 69 or more) who are more than 8 years old.  The model must also be adapted to take into consideration the unique strengths and difficulties of people with autism.  

In Derbyshire, some services have been using CBT for many years.  SCoDAS at Clinical Psychology have 3 Psychologists who are trained and experienced in offering CBT to children with autism.   In north Derbyshire LD CAMHS have 3 Clinical Psychologists providing CBT for young people with autism and in core CAMHS CBT can be provided by Clinical Psychologists or a qualified CBT therapist.  However, there may be a need to increase the number of professionals who are trained to lead psychological interventions with children, e.g. within generic CAMHS in south Derbyshire. (this links to recommendation 4)
Interventions for which there is little or no evidence

At present, there is little or no evidence to support the use of dietary or vitamin treatments, secretin, sensory integration programmes or psychoanalytically based teaching methods such as the Son Rise programme, Walden or Daily Life Therapy (Higashi) or music/art therapy.   The National Autism Plan recommends that ’whilst some of these approaches may be helpful for individual children with ASC and their families, there is no evidence to support their wider use’.  These approaches will not be funded within Derbyshire unless it can be demonstrated that they would be effective for an individual child. Commissioners in Derbyshire have developed a statement of their current position regarding Sensory Integration therapy.  This makes clear that Sensory Integration is not recommended within Derbyshire and is an approach that will not be funded by the Primary Care Trust, although as with all therapies this will be subject to review if and when further guidelines from NICE become available. 

Interventions that do not work
There is evidence that auditory integration training and facilitated communication are not effective, and these approaches are not recommended by SIGN
 or the National Autism Plan.  Neither will be publicly-funded within Derbyshire.

Medication
No pharmacological interventions have been shown to affect the core difficulties or outcomes of children & young people with an ASC, and no treatments have ASC as a licensing indication in the UK.  Pharmacological treatment may be considered when appropriate, for treatment of co-morbid psychiatric or neurodevelopmental conditions.  Any pharmacological treatment should be seen as part of a total paediatric package of care.  
Treatment should only be undertaken by doctors with appropriate specialist training. (SIGN Guidance 2007
)

Risperidone/Aripiprazole:
Evidence supports the benefit of short term treatment with risperidone or aripiprazole for challenging & repetitive behaviours in children with Autism Spectrum Conditions (McPheeters et al, 2011
). Use of both medications is limited by significant adverse effect profiles.
Weight and metabolic parameters should be monitored regularly for both medications.  Risperidone can cause significant rises in levels of prolactin and   

doctors should inform young people and parents that the implications of this are unknown (SIGN Guidance 2007)

Methylphenidate/Atomoxetine:
Children with ASC have high rates of inattention, overactivity and impulsiveness (Siminoff E et al, 2008
).  Methylphenidate may be considered for treatment of attention difficulties/hyperactivity in children or young people with ASC (SIGN Guidance, 2007). Responses can be highly variable and it is advisable to proceed with low initial doses increasing by small increments.    Side effects should be carefully monitored (Maudsley Prescribing Guidelines 10th Ed 2009
).

If methylphenidate is not tolerated then use of other medications might be considered eg Atomoxetine

SSRI’s:
There is insufficient evidence to make a recommendation about the use of fluoxetine or sertraline for Autism Spectrum Conditions.   Decisions to treat co-morbid symptoms of anxiety disorders (including Obsessive Compulsive Disorder) or depression with these medications should be made on a case-by-case basis & within British National Formulary guidelines.
Melatonin:
Melatonin may be considered for treatment of sleep problems which have persisted despite behavioural interventions (SIGN Guidance, 2007)

7.
ACCESS TO WIDER SERVICES AND SUPPORT 

Early Years & Education
Schools and settings have a responsibility to make provision for pupils with special educational needs (SEN).  Derbyshire has published comprehensive files of advice and information on autism, speech and language difficulties and dyslexia, including the ‘Derbyshire Autism Friendly Schools File’ and ‘A Child with Autism in My Setting’.  A copy of the latter has been provided to all maintained and non-maintained providers across the County.  The Local Authority provides funding through normal budgets to help schools and settings to support pupils with special educational needs.  Specialist services are also available to provide advice and support:

· The Support Service for Pre-school Children with Special Educational Needs works with children aged 0 to 5 who have additional support needs in more than one area of development. The SSPSCSEN is made up of specialist teachers and home visitors who provide structured support, advice and teaching through regular home visits; 
· The Support Service for Special Educational Needs provides direct teaching to pupils with SEN, as well as materials, training and support for teachers and teaching assistants;

· The Local Inclusion Officer Service works with schools, parents and agencies to ensure effective support for pupils at Early Years / School Action / Plus of the SEN Code of Practice;

· The Disability Inclusion Team 0-19 work with all childcare providers and extended schools provision and youth provision to support staff to become confident and competent in working with children and young people with ASC.
The Educational Psychology service provides help to schools (and other places), parents/carers and children by training, advising and getting involved with children directly. All of Derbyshire’s schools have a linked Educational Psychologist.

An Educational Psychologist can make a referral to an Autism Outreach Teacher on behalf of a school. Autism Outreach is provided jointly by The Holbrook Centre for Autism and by Peak School at Chinley.  Two full-time equivalent teachers are based at each special school and offer a range of services in order to promote the inclusion of pupils with autism in mainstream settings.  The service does not have the capacity to respond to all individual pupils.  The aim of the service is to increase the capacity of school staff to make appropriate interventions, particularly in complex cases or where schools lack experience of supporting children with ASC.  

Universal Services
Universal services, including Children’s Centres, Connexions personal advisers and youth services all provide services and support which can be accessed by children and young people with autism, as they can be accessed by any young person within Derbyshire.  Through the Aiming High programme (see below), training and support has improved the capability of mainstream services to work with disabled children more effectively, including those with autism.  

More could probably be done to make sure that universal services and settings, such as Children’s Centres and GP surgeries, are ‘autism friendly’, and to provide families with information about the services which are available.  Several of the parents who were consulted about this needs assessment said that their GP or Health Visitor had not listened to them or taken their concerns seriously.  Many of the parents talked about the difficulties they experienced in taking their children out, because of the response from other members of the public (this links to recommendation 9)

All of the parents who were consulted wanted clear and accessible information about services and support.  They wanted a ‘Directory’ that explained what activities and support were available for children of different ages, and what the eligibility criteria were.   They were clear that information should not just be on the web but made available to parents in places they went to, in a range of formats.
Aiming High for Disabled Children
Children and young people with autism are one of the priority groups for the Aiming High programme, with at least 338 children with autism receiving short breaks under the programme in 2010/11 (see chapter 4).  Aiming High has made a huge difference to the lives of many disabled children and their families. However, Aiming High provision has been targeted on young people with autism who are likely to also have other impairments, such as severe learning disabilities or challenging behaviour.  Young people with high-functioning autism, such as Asperger’s syndrome, have generally not been able to benefit from the increased funding and provision which has been available through the programme.  There is a gap in the provision of short breaks for young people with autism who have mild or no learning disability, including those with Asperger’s syndrome, to increase their access to social opportunities and to recognise the pressures on family life which their disability presents
.  At the time of writing, the budget for short breaks in 2011-12 has yet to be finalised. (this links to recommendation 11)

Overall, parents want more short breaks, high quality activities that their young people will enjoy and continuity in support.  Some of the parents who were consulted about this report were concerned about future funding for short breaks.  Some were critical about the quality of staff and their ability to manage individual children.  Parents also wanted better sharing of information between agencies, for example a ‘one-page profile’ which could be given to support workers with key facts about what their young person liked, didn’t like and how to support them.

Social Care

In Derbyshire, two specialist Disabled Children’s Teams (North and South) provide social care support to severely disabled young people and their families.  The Disabled Children’s Teams co-ordinate an assessment of need for a child or young person who has:

· A significant, permanent and enduring physical impairment which leads to dependence on technological aids;

· A significant, permanent and enduring physical impairment, which leads to dependence on aids and adaptation;

· A global learning disability (moderate to severe) with or without severe challenging behaviour;

· A significant learning disability who additionally present with a significant communication disorder requiring specialist communication skills

Most young people with severe or complex autism, or autism in combination with challenging behaviour or learning disabilities, will meet the criteria for support from the Disabled Children’s Teams.  If young people meet the criteria and need support, significant packages of day-care, home-based and residential support can be provided according to assessed need.

Young people with autism who do not also have a learning difficulty will not meet the criteria for support from the specialist Disabled Children’s Teams.  These young people will be eligible for an assessment by the generic children’s social care teams and an assessment (e.g. using the Common Assessment Framework) for targeted and universal services.  Usually, however, unless they have other needs as well they do not meet the threshold for additional support or services.  This is recognised to be a gap in current provision.  Children and young people with autism have significant social and communication impairments, even if they are intellectually able.  These can make them vulnerable to isolation, mental health problems and put a strain on family life.  They need ongoing help and support to boost their self-confidence, social skills and prevent mental health problems from developing.  (this links to recommendations 4, 10 and 11)

Child and Adolescent Mental Health Services
Children with autism should have access to specialist CAMHS for mental health and behavioural issues
.  In Derbyshire, CAMHS provides support where young people with autism also have mental health problems, but the eligibility criteria will exclude young people where behaviour is the primary issue, and where behaviour is a consequence of their autism rather than a mental health problem.  (this links to recommendation 4)

Mostly, the CAMHS interventions which are available in Derbyshire focus on psychological approaches, i.e. helping people to solve their own problems.

In north Derbyshire, CAMHS and CAMHS LD offer Cognitive Behavioural Therapy, Family Therapy, and a range of other therapies based on behavioural approaches.  Medication can also be offered for certain conditions if appropriate.  There is a stepped approach to care, so that young people start to get help straight away through 4 introductory sessions, during which it is decided whether CAMHS is the right service for them and what sort of therapy they need.

In south Derbyshire, CAMHS also offers medication for certain conditions, and provides family work and family therapy (there is a waiting list for family therapy).  Rivermead clinic in South Derbyshire also carries out some group work for children with autism. There are no Clinical Psychologists within CAMHS in South Derbyshire, which means that Cognitive Behavioural Therapy is not used as widely in some other services, although CAMHS does work with an adapted CBT model.  CAMHS LD in south Derbyshire has a Psychologist who is fully trained and experienced in providing psychological support such as CBT for children with autism.  The service also has a specialist nurse trained in CBT, and uses some cognitive approaches for children with moderate learning difficulties.  

Voluntary Sector
Derbyshire Autism Services Group provides a range of activities, advice and support specifically for children and young people with autism and their families.  DASG runs 5 regular parent support groups across the county, and offers activities such as horse-riding, swimming and bowling.  It also provides a sitting and befriending service, flexible support and overnight breaks.  There are 25 staff, and 28 volunteers.  Many of these services are funded through contracts with Derbyshire County Council.  These contracts have been extended for the first 9 months of 2011-12, but services will be re-commissioned during the year and the budget for this has not yet been determined.

Fairplay, Buxton Volunteer Centre and Umbrella also provide activities and support for disabled children in Derbyshire, including many young people with autism.

Stablity and security of funding, and capacity to meet needs, is a concern for all of the voluntary organisations at present. (this links to recommendation 13)

Transitions

Families and professionals have identified transitions as a concern.  This includes concern about transition when families move into the area, and about transitions between primary and secondary school. Stress at school, because the teaching environment isn’t working for the young person, can be a major factor in mental health problems developing.  This often becomes an issue during transition to secondary school.  Professionals have suggested a review of whether there is access to appropriate educational provision across Derbyshire.  (this links to recommendation 14)

Concerns about transition also include the transition from children’s to adult services.  This may be a particular issue for CAMHS and therapy services, where adults with autism have limited or no access to an equivalent service.

A number of developments are underway within Derbyshire which should improve transition.  These include a strategy to embed person-centred approaches, new guidance and transition ‘pathways’.  The emerging commissioning plan for adults with autism is considering gaps in provision. However, there is very little support available during transition for young people with high-functioning autism, and there may be a gap around support into employment.  (this links to recommendation 15)
8.
TRAINING

Training for universal and targeted services

Training is available for staff, although many of the courses are not available for providers outside the Local Authority.  The main issues are capacity, and whether the training is reaching everyone it needs to - e.g. social care staff and frontline health professionals.  There might also be value in opening up some of the multi-agency training courses to parents of autistic children (this links to recommendations 5 and 9)

Derbyshire County Council runs an ‘Introduction to Children who may have ASC’ course (2 ½ hour introduction to help professionals recognise and support children with autism) and ‘How to Make your Setting Inclusive for Children with ASC’ (2 hour introduction to autism and inclusive strategies for Early Years Settings).  These courses are accessed by a wide range of staff particularly in the voluntary and independent sector, including childminders, foster carers and residential staff.  They have not generally been accessed by primary healthcare professionals (e.g. community nurses, health visitors).  The courses have been opened up to Health recently and their availability may need to be better publicised.  

A further multi-agency training programme is aimed at meeting the needs of children in education.  It includes courses on:

· Comic Strips and Social Stories 

· Management of Challenging Behaviour

· Communication Strategies for pupils with ASC in Early Years and KS1

· SCERTS

· Makaton

· An introduction to the sensory world of autism

· Sex and relationships education for pupils with ASC
Since the multi-agency training began around 6 years ago, approximately 600 professionals (mostly primary school teachers) have accessed the training.

In addition, specific services offer training as follows:

Autism Outreach:  Offers training to schools on request, e.g. INSET days or staff meetings.  Currently able to meet demand from schools
Disability Inclusion Team:  Offers training and support for non-maintained practitioners and provides materials, advice and resources
CAMHS LD North Derbyshire:  Developing a training programme for universal and targeted services around young people with learning disabilities, ASC and mental health issues, based on consultation with parents and services.  

Topics for 2011 include: 

· Relationships, Attachment and Learning Disability

· Emotions and Learning Disability

· Managing Anxiety

· Epilepsy and Learning Disability

· Puberty and Sexuality

CAMHS LD also offer training for teachers and teaching assistants in special schools in North Derbyshire, via LD-CAMHS link workers. Examples of topics so far have included: ‘Managing Anxiety’ at Peak School and ‘Attachment and Learning Disability’ at Holbrook Centre for Autism. The team has offered training to colleagues within specialist CAMHS and to other partner agencies, including Mental Health and ASC; The TEACCH Approach and Play and ASC.

CAMHS LD South Derbyshire:  Has implemented a similar training programme for parents to that offered by CAMHS LD in north Derbyshire.
Speech & Language Therapy (North Derbyshire):  Contribute to specific training around ASC on request, e.g. when a child is going into mainstream school.  Specialist SLT attends ASC conferences and has a remit to provide training for all SLTs in the service, so that all grades of therapist can work with any type and severity of child, with appropriate support from the specialist.
Clinical Psychology:  Contribute to multi-agency training programme, training and support for parents 

Support Service for Special Educational Needs: Offer training and support for teachers and teaching assistants in addition to the multi-agency programme.  Provide materials and activities for parents to use at home, but no home visits or direct training for parents.  Host a resource library.

Training for parents
In Derbyshire, a significant proportion of the interventions led by Clinical Psychology and Speech and Language Therapy Services focus on interventions which can be led by parents in the home.  The Child Development Psychology Team (north Derbyshire) trains parents in child centred work via an Intensive Interaction Therapy Group (not exclusive to children with ASC) to promote communication and social interaction.  It also provides one to one training and education of parents / groups including behavioural interventions to address specific areas of need, use of Social Stories and strategies to support emotional regulation.  Speech & Language Therapy (north Derbyshire) run a language group for children ‘pre-diagnosis’ and also parent sessions on basic communication, awareness and support strategies which are ASC friendly.  CAMHS also offers family therapy.  

In addition, there are some specific support groups and training programmes for parents.  Derbyshire Autism Services Group run 5 parent support groups across the county, and training in epilepsy and learning difficulties.  Parent support groups are also run by the Child Development Psychology Team in the north; SCoDAS at Ronnie McKeith in the south; Speech and Language 
Therapy in north Derbyshire and CAMHS (Amber Valley).  CAMHS LD offers a rolling programme of Parent Information Sessions in north Derbyshire, available for all parents of children with learning disabilities (not just those with autism or those who access the service). The sessions have been well received by parents. Topics for 2010/2011 include:

· Understanding Autistic Spectrum Conditions

· Managing Challenging Behaviour

· Understanding Anxiety

· Sensory Processing Difficulties

· Communication

· Bereavement and Loss

· Epilepsy and Learning Disability

· Puberty and Sexuality

· Managing Sleep Difficulties

· Managing Feeding and Eating Difficulties 
“Understanding Autism: A Parent 
Support Programme” for young children with a recent diagnosis of Autism (9 week course) began in 2010 for a group of 8 parents in north Derbyshire.  This programme is on its 3rd delivery in north Derbyshire and is seeking accreditation to operate across the whole County.  

In general, less training and support for parents seems to be available in the south.  Although there are plans to offer Understanding Autism in south Derbyshire, this has been delayed due to the absence of a key member of staff. 

The reach of existing parent support programmes is also limited.  The DASG parent support groups are open to all parents.  Other groups may only be available to parents of children who meet the criteria for a particular service.  ‘Understanding Autism’ is aimed at parents of pre-school children who are newly diagnosed.  There is less ongoing support for parents of older children, or those whose children don’t meet the criteria for specialist services.  A lot of training and support is available, but it is not clear that there is yet a systematic approach across the county.

APPENDIX 1:  Staffing and training of specialist teams

North Derbyshire:

Disabled Children’s Team (as at May 2011):  2 Service Managers, 7 social worker posts, 5 community care worker posts and 3 occupational therapy posts
Consultant Paediatricians: 4.8 working time equivalents

Child Development Psychology Team: 2.2 working time equivalents

Speech & Language Therapy:  A Specialist Speech and Language Therapist has a caseload which is entirely children with ASC and part of the responsibility of this post is to support other SLTs working with children with ASC. 

Child & Adolescent Mental Health Services (CAMHS): 2 multi-disciplinary Tier 3 CAMHS teams covering geographical areas; primary mental health team; outreach team; substance misuse team.  In practice, most assessments and most work with autistic children are done by generic Tier 3 teams.  Within each team, one Psychiatrist and one Psychologist tend to carry out most of the assessments, working with a mental health worker.  Staff are trained in one or more of the following:  ADOS, 3di, ADIR and DISCO.  
CAMHS Learning Disability:  3 Clinical Psychologists able to offer Cognitive Behavioural Therapy.  1 part-time Occupational Therapist who can support children with ASC.

South Derbyshire:

Disabled Children’s Team (as at May 2011): 2 Service Managers, 6 social worker posts, 5 community care worker posts and 3 occupational therapy posts.
Community Paediatricians:

Social Communications Disorders Assessment Service (SCoDAS) at Ronnie MacKeith: One Consultant Paediatrician, trained in the use of DISCO and ADOS
SCoDAS Clinical Psychology Service: One Clinical Psychologist trained in the use of DISCO, ADI-R, 3Di
 and ADOS) One Clinical Psychologist trained in the use of DISCO and ADOS.
Speech & Language Therapy:  A Specialist Speech and Language Therapist has a caseload which is entirely children with ASC and part of the responsibility of this post is to support other SLTs working with children with ASC.

Child & Adolescent Mental Health Services (CAMHS): The CAMHS service for south Derbyshire includes 3 area teams (Erewash, Swadlincote and Amber Valley).  There is also a Paediatric Liaison team and a 16-18 service.   A consultant in each team is trained to use ‘DISCO’
.  The service offers a specific ASC clinic at Rivermead.  The service includes Psychiatrists and nurses trained to provide family therapy.  It does not include any Psychologists.

CAMHS Learning Disability:  The team is clinically led by a Consultant Psychiatrist trained to use DISCO and 3Di, and includes a Clinical Psychologist trained in the use of ADI-R, Occupational Therapist, specialist nurse and support worker

APPENDIX 2:  Current pathways
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� Checklist for Autism in Toddlers – a short questionnaire filled out by the primary health care worker and parents at 18 months.  It aims to identify children who are at risk of social communication disorders.


� Data Snapshot – all sources, 2010


� Figures for 2010 are for January to July


� In 2006 The National Autistic Society (NAS) produced a report: Make School Make Sense - Autism and Education the Reality for Families today. It reported that 21% of children with autism attended a school located outside their local authority.


� Includes young people with speech, language and communication difficulties.   March 2011 data


� As at June 2011


� 2009/10 data.  The regional percentages of learners reporting themselves to have either ASC or Aspergers Syndrome have been applied to the actual numbers from Derbyshire who reported a learning difficulty or disability.


� Data sourced from the ‘Data Snapshot’ of services undertaken in 2010.  This is a different data source from Tables A and B hence numbers in some of the categories will be different.  Data reflects the current, last or highest-recorded Special Educational Needs status


� Preece, Autism in North Derbyshire 2000


� Draft for consultation:  Autism spectrum disorders:  recognition, referral and diagnosis in children and young people, NICE January 2011


� (December 2008, Report on the needs of able children and young people on the autistic spectrum who challenge services in the East Midlands)


� A recent study in the Journal ‘Autism’ has shown Social Stories to be effective.  Five of the six controlled trials that were assessed in the study showed statistically significant benefits for a variety of outcomes related to social interaction (Social Stories to improve social skills in children with Autistic Spectrum Condition:  A systematic review by Mohammad Karkhaneh et al.





� (SIGN, 2007, Assessment, diagnosis and clinical interventions for children and young people with autism spectrum disorders)


� SIGN, 2007


� Royal College of Speech and Language Therapists (RCSLT), ‘Resource Manual for Commissioning and Planning Services for Speech, Language and Communication Needs’ (2009)


� Augmentative and alternative communication is any method that supplements or replaces speech and writing when these are temporarily or permanently impaired and inadequate to meet all or some of a person's communication needs (Wikipedia)


� Reid J, Millar S, Tait L, Donaldson M, Dean EC, Thomson GOB, Grieve R (1996), ‘Pupils with special educational needs: the role of Speech and Language Therapists’, Interchange (43)


� Goldstein H (2002), ‘Communication Intervention for Children with Autism: a review of treatment efficacy’ Journal of Autism and Developmental Disorders 32 


� 'Evaluating the Effectiveness of Video Instruction on Social Skills Training for children with autism spectrum Disorders: A review of the Literature' Shukla-Mehta et al (2010) Focus on Autism and Other Developmental Difficulties 25 (1)


� MRC,DH,DFE due to report in ???? Also see McConachie H, Diggle T 2007.





� Sofronoff, K et al (2005) ‘A randomised controlled trial of a CBT Intervention for anxiety in children with Asperger's Syndrome; Journal of Child Psychology and Psychiatry 46:1143 - 1151.Sofronoff, K et al (2007) ‘A randomised controlled trial of a CBT intervention for anger management in children diagnosed with Asperger syndrome.’ Journal of Autism and Developmental Disorders 37, (12-2-1214).





� Scottish Intercollegiate Guidelines Network.  Assessment, diagnosis and clinical interventions for children and young people with autism spectrum disorders.  2007


� Scottish Intercollegiate Guidelines Network.  Assessment, diagnosis and clinical interventions for children and young people with autism spectrum disorders.  2007


� McPheeters M et al.  A Systematic Review of Medical Treatment for Children with Autism Spectrum Disorders.  Paediatrics 2011. peds.2011-0427-. Retrieved from http://pediatrics.aappublications.org/cgi/content/abstract/peds.2011-0427v1


� Siminoff E et al.  Psychiatric disorders in children with autism spectrum disorders:  prevalence, comorbidity, and associated factors in a population-derived sample.  J Am Acad Child Adolesc Psychiatry 2008; 47:921-929.





� Taylor T et al.  The Maudsley Prescribing Guidelines:  Autism Spectrum Disorders.  Informa Healthcare 2009. 10th Ed: 272-275.





� East Midlands Regional Partnership:  Report on the needs of able children and young people on the autism spectrum who challenge services in the East Midlands


� SIGN, 2007


� The SCERTS® Model is a research-based educational approach and multidisciplinary framework that directly addresses the core challenges faced by children and persons with ASC and related disabilities, and their families. SCERTS® focuses on building competence in Social Communication, Emotional Regulation and Transactional Support as the highest priorities (www.scerts.com\)


� Resource available for community work within Consultant Paediatric Team


� ASD-specific diagnostic tools to assist with taking clinical histories.


� Diagnostic Interview for Social and Communication Disorders.  Structured ASC-specific assessment tool to support taking of clinical histories.
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