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NAS Rotherham Branch
Survey of the experiences of people with autism and their parents/carers in Rotherham

The National Autistic Society Rotherham Branch is taking part in the Autism Action Network, a project helping local groups to campaign for a better deal for people with autism and their families.  

To inform the work we do, we want to find out about the experiences of as many people affected by autism in Rotherham as possible.  We would be very grateful if you could help us to do this by completing this survey.

Throughout the survey the term autism is used to refer to all conditions on the autism spectrum, including Asperger syndrome.

The survey is divided into a number of sections.  You don’t need to complete them all, and some may not be relevant to you.  The sections are as follows:

1. About you/your son or daughter with autism

2. Experience of diagnosis (both in childhood and adulthood)

3. Experience of education and children’s services

4. Planning for the future (transition)

5. Experiences of services for adults with autism

6. Support for carers (both of children and adults)

7. Your experiences overall

8. About the NAS Rotherham Branch

Your answers will be kept secret. However, if you are happy for us to contact you again, please fill in your name and address, telephone number and/or email address below.

Name:

Address:

Telephone number:

Email address:

Once complete please return to:  Russell Wells, Campaigns Officer, NAS Rotherham Branch, 
C/O 20 Wilding Way, Kimberworth, ROTHERHAM, S61 1PQ or by email to rotherham@nas.org.uk
 PLEASE SEND YOUR COMPLETED FORMS BACK 
If you are completing this survey as a parent or carer of a person with autism please fill in details about your son or daughter, NOT about yourself.  If you have more than one child with autism please complete a separate survey for each one.

1. ABOUT YOU/YOUR SON/DAUGHTER WITH AUTISM
How old are you:

□ 0 – 2

□ 18 – 24
□ 3 – 5

□ 25 – 39
□ 6 – 11

□ 40 – 64
□12 – 17

□ 65 or over
Are you:

□ Male  
□ Female
Where do you live?
□ Living in Rotherham
 
□ Living outside Rotherham

Are you:

□ Single  

□ Married  
□Living with partner

Please tick one box which best describes you:

1. White 

□
British

□ Irish

□ Any other white background

2. Mixed

□ White and Black Caribbean 

□ White and Black African 

□ White and Asian

3. Asian/Asian British

□ Indian

□ Pakistani

□ Bangladeshi

□ Any other Asian background 

4. Black/Black British

□ Caribbean

□ African

□ Any other Black background 

5. Chinese or other ethnic group

□ Chinese
□ Any other
Which of the following best describes your autism spectrum disorder?
□ autism

□ high-functioning autism

□ Asperger syndrome

□ other (please state)

Do you have a learning disability?
□ Yes


□ No


□ Don’t know
2. EXPERIENCE OF DIAGNOSIS

1 How old were you when you were diagnosed? ......................................................................

2 How easy or hard was it to get a diagnosis? Please tick all that apply

□ Easy                                □ Neither easy nor hard                              □Hard                                     

3 Who were you diagnosed by and where? ...............................................................................................................................................................................................................................................................................
4 How would you describe the support and advice you got from professionals when you were diagnosed? Please tick that apply

□ Very good

□ Fairly good 

□ Neither good nor poor                             □ Fairly poor 

□ Very poor

□ Don’t know                                     □ Did not get any support

5 Any other comments about your experience of getting a diagnosis, or trying to get diagnosed ...............................................................................................................................................................................................................................................................................
3. EXPERIENCE OF EDUCATION AND CHILDREN’S SERVICES

Where do (or did) you go to school? 
□ mainstream school

□ autism unit attached to mainstream 
□ unit attached to mainstream (not specially for autism)

□ special school for autism
□ special school (not specially for autism)
□ further education college or university

□ educated at home

□ not in full-time education

□ other (please specify)…………………………………………
□ don’t know

If the following options were available, where would you like to be educated (if different to above)?
□ mainstream school

□ autism unit attached to mainstream
□ unit attached to mainstream (not specially for autism)
□ special school for autism
□ special school (not specially for autism)
□ further education college or university

□ educated at home

□ not in full-time education

□ other (please specify)

□ don’t know

□ I am happy with the setting that I am currently educated in

Is your school:

□ in Rotherham
□ outside Rotherham
Which of the following applies to you:
□ I have a statement of special educational needs

□ I am supported at Early years/School Action stage

□ I am supported at Early years/School Action plus stage

□ none of the above

□ don’t know

How would you rate the level of understanding the following school staff have of autism? Please circle your answer.
Headteacher – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Deputy Head – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Special Educational Needs Coordinator – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Primary School Teachers  – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Secondary School Teachers – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Supply Teachers – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Teaching Assistant  – [very good/fairly good/neither good nor poor/fairly poor/very poor/don’t know]

Have you ever been bullied at school?
□ Yes

□ No

□ Don’t know
Does your school have a bullying policy?
□ Yes

□ No

□ Don’t know

Have you ever been excluded from school?
□ Yes

□ No

□ Don’t know

Did your local education authority provide any support when you were excluded?
□ Yes

□ No

□ Don’t know
 
□ Not applicable

Overall, how satisfied or dissatisfied are you with the education and support you are currently receiving?
□ very satisfied

□ fairly satisfied

□ nether satisfied nor dissatisfied

□ fairly dissatisfied

□ very dissatisfied

□ don’t know

If you would like to make any further comments about your experiences of education in Rotherham, please do so here:
………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

In addition to education, children with autism and their families may use a range of other local services.  If you have accessed, or would like to access any of the types of services listed below, please rate your experience in the table below:
	Type of service
	Have you used this service?
	If no, why not?
	If yes, how easy was the service to use?
	If yes, how good was the service?
	Any other comments?

	
	Please (tick for yes or ( cross for no
	
	
	5 very good

4 fairly good

3 okay

2 fairly poor

1 very poor

DK don’t know
	

	Early intervention


	
	
	
	
	

	Single Point of Access / S.T.E.P.S


	
	
	
	
	

	Short break services


	
	
	
	
	

	Befriending


	
	
	
	
	

	After school clubs


	
	
	
	
	

	Social groups/ Youth clubs
	
	
	
	
	

	Local Recreation/Sports Facilities
	
	
	
	
	

	Child and Adolescent Mental Health Services (CAMHS)
	
	
	
	
	

	Speech and language therapy


	
	
	
	
	

	Social skills training


	
	
	
	
	

	Advocacy


	
	
	
	
	

	Speakup


	
	
	
	
	

	Rotherham Advocacy Partnerships
	
	
	
	
	

	Other (please specify)
	
	
	
	
	


Have you ever had problems in trying to receive additional support, other than education, from the local authority and/or health services?
□ Yes 

□ No  

□ Don’t know
If yes, what reasons did the local authority and/or health services give for not providing the support you want?
□ they will not assess your needs

□ they do not have enough funding to provide the support you want

□ you don’t meet their eligibility criteria

□ they have no services that can meet your needs

□ they didn’t give a reason

□ other (please specify)

If you would like to make any further comments about your experiences of services for children, other than education, in Rotherham, please do so here:

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

4. PLANNING FOR THE FUTURE (TRANSITION)

Please complete this section if you are aged 13-19.
Has a plan been made for what you will do once they are 18/19 and leave school (called a ‘transition plan’)?  

□ Yes 

□ No

□ Don’t know
How old were you when this plan was first discussed? 
□ 13 
□ 14

□ 15

□ 16

□ 17

□ 18
□ 19

□ Don't know

□ No transition planning has taken place
Overall, how would you describe the support you have had through the transition process from children's to adult services? 
□ very good 
□ fairly good 
□ okay 
□ fairly bad

□ very bad
□ don’t know 
□ I haven’t had any support
Which of the following types of support, if any, do you think you will need when you reach adulthood?
□ Social groups

□ Daily living support

□ Advocacy

□ Befriending

□ Employment support

□ Day services

□ Counselling 

□ Adaptations to home

□ Education 

□ Speech and language therapy

□ Psychology/psychiatry

□ Social skills

□ Other

□ No support needed

If you would like to make any further comments about your experiences of planning for your future, please use the space below to do so:

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………
5. EXPERIENCES OF SERVICES FOR ADULTS WITH AUTISM
If you are completing this section as a parent or carer of an adult with an ASD please fill in details about your son or daughter, NOT about yourself.

Where do you live?
□ with my parents

□ in a group home (residential)

□ in my own flat/house (with support)

□ in my own flat/house (with no support)

□ other (please specify)

Where would you most like to live?
□ with my parents

□ in a group home (residential)

□ in my own flat/house (with support)

□ in my own flat/house (with no support)

□ other (please specify)

Do you have a job at the moment?
□ Yes 

□ No

□ Don’t Know
If yes, is your job:

□ full-time paid

□ part-time paid

□ voluntary

□ other (please state)

If you do NOT have a job at the moment, would you like to have a job?
□ Yes

□ No

□ Don’t know
What type of job would you like to have?
□ full-time paid

□ part-time paid

□ voluntary

□ other (please state)

Adults with autism and their families may use a range of local services.  If you have accessed, or would like to access any of the types of services listed below, please rate your experience in the table below:

	Type of service
	Have you used this service?
	If no, why not?
	If yes, how easy was the service to use?
	If yes, how good was the service?
	Any Comments

	
	Please (tick for yes or ( cross for no
	
	5 very good

4 fairly good

3 okay

2 fairly poor

1 very poor

DK don’t know
	
	

	Family support & Counselling
	
	
	
	
	

	Social groups


	
	
	
	
	

	Employment support


	
	
	
	
	

	Day services
	
	
	
	
	

	Daily living support
	
	
	
	
	

	Adaptations to home
	
	
	
	
	

	Psychology/ psychiatry


	
	
	
	
	

	Befriending


	
	
	
	
	

	Advocacy


	
	
	
	
	

	Education 


	
	
	
	
	

	Speech and language therapy


	
	
	
	
	

	Social skills


	
	
	
	
	

	Adult Leisure
	
	
	
	
	

	Counselling
	
	
	
	
	

	Adult short break services
	
	
	
	
	

	Other (please specify)
	
	
	
	
	


As an adult, have you ever had problems in trying to receive support from the local authority and/or health services?
□ Yes

□ No 

□ Don’t know
If yes, what reasons did the local authority and/or health services give for not providing the support you want?
□ they will not assess your needs

□ they do not have enough funding to provide the support you want

□ your needs are not great enough under their Fair Access to Care Services criteria

□ you don’t meet the criteria for any of their existing teams (mental health, learning disability etc)

□ they have no services that can meet your needs
□ they didn’t give a reason

□ other (please specify)

If you would like to make any further comments about your experiences of adult services in Rotherham, please do so here:

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

6. SUPPORT for CARERS
How many hours a week do you spend looking after someone with autism (if you care for more than one person, please give the total hours a week you spend caring)?
□ 0-10 hours

□ 11-20 hours

□ 21-30 hours

□ 31-40 hours

□ 41-50 hours
 
□ 51-60 hours

□ 61-70 hours

□ 71+ hours
Have you received a carer’s assessment?
□ Yes 

□ No
□ Don’t Know
Are you as a parent/carer currently receiving any support from your local authority to help you in your caring role?
□ Yes

□ No
□ Don’t Know
If yes, what support do you receive?
………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

How would you rate the support that you receive as a parent/carer to help you in your caring role?
□ very good

□ fairly good 
□ okay

□ fairly bad 


□ very bad 
□ don’t know 
□ I haven’t had any support
If you would like to make any further comments about your experiences of support for carers in Rotherham, please do so here:

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

7. A FINAL QUESTION - YOUR EXPERIENCES OVERALL
1 Which service in Rotherham has helped you and your family the most?....................................................

…………………………………………………………………………………………………………………………

2 If you could choose one thing that the Council and/or health services in Rotherham should do to improve support for people with Autism / Aspergers and their family, what would it be? ..............................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................

ABOUT THE NAS ROTHERHAM BRANCH

The NAS Rotherham Branch is keen to gain a greater understanding from its members of what your needs and interests are, how the branch is viewed, and how you would like us to evolve (bearing in mind that we are a parent support group run totally by volunteers).  

	About you
	Individual with autism
	Parent/Carer
	Professional working with people with autism

	
	
	
	

	
	Tick one and add detail below:

	
	Your Age
	

	
	Are you:
	male/female

	
	Number of ASD individuals in your family unit
	

	
	Paying NAS Member
	

	
	If you are a professional what 
is your  job title?
	

	
	Do you listen to any of these radio stations? please tick any that apply


	Rother FM  




Radio Sheffield



	
	Do you read any of these papers? Please tick that apply


	Rotherham Advertiser

Rotherham Record.

The Star




Rotherham News


	The NAS Rotherham branch offers a number of services to people affected by autism in the Rotherham area.  We would welcome your feedback on the services we offer.


	NAS Rotherham Branch Services
	Do you use this service

Yes/No
	If no, would you like more information?

	Email:rotherham@nas.org.uk
	
	

	Website

www.nasrotherham.org.uk
	
	

	Computer / Activity Club @ The Willows School,

Thurcroft, Rotherham
	
	

	Support Group Meetings @ The Holiday Inn Hotel, West Bawtry Road,Rotherham.
	
	

	Mobile:07774439427
	
	

	Coffee Mornings
	
	

	Do you have a NAS / South Yorkshire Police Autism Alert Card?

	
	


Your involvement in the NAS Rotherham Branch

The NAS Rotherham Branch Committee welcomes new volunteers who are willing to support us with our activities.  Please tick the boxes below if you would be willing to help us in any of the following ways, and don’t forget to write your contact details in the box on the front of this survey. 
If you don’t want to leave your contact details on the survey you can get in touch with us directly by emailing rotherham@nas.org.uk or calling 07774 439 427.

· Organising events for the branch

· Fundraising for the branch

· Campaigning with the branch
1

