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AUTISM STRATEGY FOR ADULTS – NOTTINGHAM CITY “ONE SIZE FITS ONE” – Summary of Consultation findings

	


1. Background

Between January and March 2013 Nottingham City’s Autism Co-production group through Nottingham City Council commissioned Rainbow Parents and Carers Forum to consult with adults, including young adults, with autistic spectrum conditions (ASC) and carers of adults with autistic spectrum conditions in order to complete a set of questions based on the Self Assessment  of services for people with autism.

The purpose of this questionnaire was to find out more about the lives of adults with ASC and carers of adults with ASC living in Nottingham City, so that the Co-production group can use the information to help inform and shape Nottingham City’s new Autism Strategy for Adults 2013. 

2. Consultation Process

Consultation took place over six weeks during January and February 2013.

Rainbow Parents Carers Forum was the lead organisation of four voluntary sector partners contracted to undertake the consultation. Other partners included Independent Voices for Engagement, Jigsaw Youth Club at Monty Hind and NORSACA.

Consultation consisted of two principal elements: face to face focus groups and interviews; and online survey returns. Of the 75 returns put through the online survey we received 33 easy read submissions and 42 regular submissions through a mixture of face to face interviews and direct online completion. 
 

3. Headline findings from consultation

a) Users

I. Many citizens surveyed lived with their parents or carers (over 3 out of 4), yet of these almost a fifth would like to live alone, suggesting there is opportunity for increasing the independence of these individuals.

II. Adults with ASC felt help with correspondence, budgeting, life skills and finding a house would help them live alone. Help with personal care was one of the things least identified, however half of adults with ASC still thought this would help them live alone. 

III. The majority of service users (2 in 3) felt it was difficult to get a diagnosis of autism (or ASC), and not all who had received a diagnosis thought it had made a positive difference to their life (only half). 

	“Diagnosis changed [life] in a bad way. Get treated differently. Everyone talks about the negatives and problems”.
“Helped me understand why I'm different. Helped me get help from the right people”.




IV. It appears citizens with autism may be receiving an inconsistent service from health professionals, particularly in regards to a lack of understanding about what it means to have an autistic spectrum condition and not communicating in ways citizens with ASC can understand. 

V. There may be scope for health professionals to improve the way they work with adults with ASC as a third of respondents thought health professionals did not listen to them or explain their health choices clearly.

VI. There is an over-representation of citizens with ASC who use mental health services, 27% of respondents compared to 17% of the population experiencing mental health problems nationally. The reasons for this are not known. 

VII. More than half of respondents were unemployed, with 10% in part-time work and over a third in education. Respondents were positive about their experiences of employers and tutors with the majority stating employers / tutors; understand ASC, give extra help when needed, communicate in a way they understand and listen to them. However, less than half stated employers / tutors make reasonable adjustments for them.

VIII. There were fewer citizens receiving social care support compared to those diagnosed, with 70% diagnosed compared to 45% receiving social care support. Four out of five did not know what personal budgets were. 

IX. It seems little information is given to adults with ASC when leaving school in regards to work, as well as little information given to those turning 18 about adults’ services. 

X. Adults with ASC felt the change between children’s and adults services was equally poorly planned and well planned, suggesting inconsistent experiences. The main thing they felt would help this transition was having one person to speak to about the change, followed secondly by better communication between children’s and adults services. 

XI. It appears a lack of information about the transition is causing worry for some carers of citizens with ASC. One respondent stated:
	“My mum is not sure of my future. She is so worried when I change to adult services. She does not want me to spend my time in a secure unit. Mum knows my needs, and with the threat of cuts, no one is sure what is there in the future”.




b) Carers

I. Carers do not seem to be receiving carers assessments, with more than two thirds either not receiving one or not knowing what a carers assessment is. 

II. The majority of carers are not receiving any support in their caring role
. Carers also feel the support they receive is not meeting their needs. 

III. Better information about services was identified as what would help them the most in their caring role, followed by a support worker then respite.

IV. When asked to describe what else would help in their caring role, carers mainly identified more information about support available to them and prompt respite. 

	“I do not know what is available and don't know how to apply. No one has ever come round and made me aware of the available options. I can't believe it. I only just found out about the carers allowance that I could have received. Amazing”.




V. Most carers lived with the person they cared for (80%), and a fifth of those thought that the person they cared for would like to live on their own.  Carers identified the same things as service users that would help them live alone.

VI. As with the adults with autism, carers also appeared to receive an inconsistent service from health professionals, with more than two thirds stating health professionals “sometimes” understand what autistic spectrum condition means. They also thought health professionals did not understand how ASC affects them as a carer. 

VII. Carers found it either difficult or very difficult to get a diagnosis of ASC (two thirds), however most felt it had made a positive difference. 
	“Having a diagnosis enables you to learn more about the condition, opening doors with authorities who recognise people with a diagnosis more so than those without”.




VIII. Two thirds of carers care for someone who is in employment or education, and the same amount felt that employers / tutors understand ASC and carers were generally quite positive about them. 

IX. Carers identified more information for employers on ASC would help citizens with autism into work. 

X. Almost all carers (90%) cared for someone with a diagnosis, however only 4 in 10 respondents cared for someone receiving social care support. This may indicate a lack of access to social care services.  Of those who were receiving services 70% had a personal budget. 

XI. There appears to be a lack of information given at the point of leaving school about employment, as well as a lack of information about adult services when adults with ASC turn 18. 

XII. All carers who cared for someone who had been through the transition process did not think it was well organised. They thought better communication between children and adults services and themselves, would make the transition easier.

4. Next steps

Report submitted to Nottingham City’s Autism Strategy Co-production Group for dissemination and use in strategy development

5. Supporting documents

Long form report findings can be found at:

http://www.nottinghaminsight.org.uk/insight/jsna/jsna-home.aspx
6. Contact

Jon Rea, jon.rea@nottinghamcity.gov.uk
Grace Brough, grace.brough@nottinghamcity.gov.uk
� Two thirds stated they received no support, however later in the survey some identified they received support from family and friends, at which point the figure dropped to 29% who receive no support. This may be attributed to carers’ perceptions of what “support” is. 
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