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Participation – have your say! Parents and carers questionnaire

The Hampshire Autism Board would like to know your views to help develop a Hampshire Autism strategy that meets the local needs of people with autism and their families. The Isle of Wight, Southampton and Portsmouth will be asking similar questions to people living in their area, to help develop Autism strategies that are clearly linked across all four authorities.

For the purpose of this questionnaire, the term Autism is used to reflect the full spectrum and includes Aspergers Syndrome, High Functioning Autism, Pervasive Development Disorder, Autism Spectrum Disorder and Autism Spectrum Condition. 

The following questionnaire will be used to inform the development of a new framework to improve the services available in Hampshire, to meet the needs of people with Autism living in Hampshire, or for people with Autism who use Hampshire's services.

This questionnaire is part of the initial gathering of views and ideas of people and is called 'Participation - Have your Say! There will also be an opportunity for you to voice your views and ideas on the draft Hampshire Autism Strategy, that will be written using the information you provide in Participation - Have Your Say!

All answers will be treated as confidential. This means we may quote some things you tell us when we write our reports but we will not tell anyone your name. The only reason that we would break confidentiality is if you told us that you or someone else is at serious risk of harm and gave your contact details so we could help. We would discuss this with you before telling anyone else.

The questionnaire will take between 15 - 45 minutes to complete, depending on how much information you wish to provide. If you prefer something shorter you can print off a quick comments questionnaire. Go to 


" 

www.hants.gov.uk/as-autism-strategy-hampshire



 You do not have to answer all the questions if you do not want to. Please complete one questionnaire as a parent/relative/carer. If you have more than one young person with Autism, please answer the questions for one young person and add any other comments in the boxes provided throughout the questionnaire to capture any other issues. Alternatively, please complete another questionnaire regarding your other young person(s).

This questionnaire is also available in alternative formats, such as Word document, easy read, Braille, audio. Please contact 01962 847946.

If you wish to give your views, please complete your questionnaire by 1st July 2011, and email to adultservices.communications@hants.gov.uk or post to:
Autism Participation – Have Your say!

Adult Services

FREEPOST SO2077, Winchester, SO23 8BR

Please use ticks to indicate your answers and write in the boxes, where appropriate.
Topic 1: About You
The following questions relate to you.
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1. Where in Hampshire do you live? (which district do you pay your council tax to?)
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Basingstoke and Deane
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East Hampshire
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Eastleigh
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Fareham
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Gosport
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Hart
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Havant
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New Forest
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Rushmoor
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Test Valley
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Winchester
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2. If you would like to stay informed of the progress of the Autism Strategy for Hampshire, then please enter your email address below to get email updates. This will not be used for any other purpose. Alternatively you can find the latest updates on our website: www.hants.gov.uk/as-autism

3. What relation are you to the person with Autism?
Parent ___

Grandparent
___


Other relative____

Carer
____              Other____

4. How many young people with Autism do you care for?
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1
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N/A
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Topic 2: About your young person with Autism
If you have more than one young person with Autism, please answer for just one of them.
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5. How old is your young person?

	[image: image40.wmf]

 INCLUDEPICTURE "http://www.surveymonkey.com/i/t.gif" \* MERGEFORMATINET [image: image41.png]


0-3
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6. How old was your young person when you first had concerns?
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7. How old was your young person when he/she was first assessed?
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8. How old was your young person when he/she was first diagnosed?
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9. If your young person is on the waiting list for an Autism diagnosis assessment, how old is he/she?
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10. Are there any other family members that are also on the Autism spectrum?
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No
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No diagnosis but Autism suspected
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Don't know


11. If yes or suspected, how many have Autism or suspected to have autism in your family?

	Number of family members with a diagnosis
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	Number of family members suspected of having Autism
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Topic 3: Hampshire Services 
The following questions relate specifically to the services that you might have used and how you would rate them
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12. What services have you used in relation to your young people with autism? How would you rate your experience with these services? 

	 
	Poor
	Average
	Good
	Excellent
	N/A 
(not used)

	
	
	
	
	
	

	CAMHS (child and Adolescent Mental Health Services)
	
	
	
	
	

	Social Services - Children's Services
	
	
	
	
	

	Social Services - SEN Department
	
	
	
	
	

	Social Services - Transition Services
	
	
	
	
	

	Social Services - Adult Services
	
	
	
	
	

	Paediatricians
	
	
	
	
	

	Community Learning Disability team
	
	
	
	
	

	GP
	
	
	
	
	

	General Hospitals
	
	
	
	
	

	School Nurses
	
	
	
	
	

	Dentists
	
	
	
	
	

	Community Mental Health Team
	
	
	
	
	

	Mental Health Hospital
	
	
	
	
	

	Parent Partnership
	
	
	
	
	

	Teachers in Mainstream schools
	
	
	
	
	

	Teachers in Special schools
	
	
	
	
	

	Special Educational Needs Coordinator (SENCO)
	
	
	
	
	

	Health Visitor
	
	
	
	
	

	Information Services
	
	
	
	
	

	Police Service
	
	
	
	
	

	Probation Service
	
	
	
	
	

	Criminal Court Services
	
	
	
	
	

	Hampshire Autistic Society 
	
	
	
	
	

	Local National Autistic Society Branches - South Hants, Alton, Hart and Rushmoor
	
	
	
	
	

	National Autistic Society’s Helpline
	
	
	
	
	

	Local Autism Support Group
	
	
	
	
	

	On-line Autism forums
	
	
	
	
	

	Parent Voice

Others?
	
	
	
	
	

	
	
	
	
	
	


13. If you ticked 'poor' for any of these services, why were they poor?


14. If you ticked 'excellent' for any of these services, why were they excellent?

15 . Does your young person have an Autism Alert Card?
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Don't know what an Autism Alert Card is
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16. What services would you like to have in Hampshire to help make your life better?

Topic 4: Recognition
The following statements relate to the different stages of your young person's development and how you feel/felt about the support that you may or may not have received. Try not to think about it too much and go with your instinctive response - there are no right or wrong answers and there will be opportunities for you to make suggestions or just to comment.
17. These statements refer specifically to the period of time before diagnosis when you first had concerns

	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	The professionals surrounding my child recognised early on that my young person might have autism
	
	
	
	
	
	

	Before diagnosis my young person was often judged as being a “problem child” or a “loner”.
	
	
	
	
	
	

	When I realised that there was 'something different' about my young person (i.e. not simply a “problem child”) the professionals surrounding my young person were more than willing to listen and support.
	
	
	
	
	
	

	My GP was well informed about Autism and knew where to refer me for an assessment.
	.
	.
	.
	.
	
	

	My family was in crisis before anyone took me seriously.
	
	
	
	
	.
	

	Before my young person was diagnosed with autism, I received a great deal of information and support from support groups/charitable organisations.
	
	
	
	
	
	


 18. How would you describe your experience at the 'Recognition' stage.

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Would you say that it was:
	
	
	
	:


19. Additional comments? What helped you at the recognition stage? Were there other barriers that you faced? Do you have suggestions of how things can be improved?


Topic 5: Diagnosis
[image: image184.wmf]
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20. What diagnosis did your young person with Autism receive?
	Autism
	

	Aspergers syndrome
	

	High functioning Autism
	

	Pervasive Developmental Disorder
	

	Co-Morbidity
	

	Diagnosis not yet received - waiting for diagnosis assessment
	

	My young person has no formal Autism diagnosis but I believe that they are on the Autism spectrum
	

	Other – please specify

	


21. Where did you receive the diagnosis?
	Paediatric team
	

	CAMHS (Children’s and Adolescents Mental Health Services)
	

	Child Learning Disability Team
	

	Privately paid assessment
	

	Private assessment – NHS funded
	

	Other – please specify


	



22. The next set of statements focus on 'diagnosis' and how much support you received during the assessment process.
	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	Getting a diagnosis for my young person was straight forward and easily accessible.
	
	
	
	
	
	

	When my young person was diagnosed with Autism, his/her support needs were clearly explained to me.
	
	
	
	
	
	

	I felt supported throughout the process of the diagnosis assessment.
	
	
	
	
	
	

	When my young person was diagnosed with Autism I had someone to help me to understand the impact Autism would have on my young person.
	.
	.
	.
	.
	
	


23. How would you describe your experience at the 'diagnosis' stage.

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Would you say that it was:
	
	
	
	:


24. Additional comments? What helped you at the diagnosis stage? Were there other barriers that you faced? Do you have suggestions of how things can be improved?

Topic 6: Autism Information and Advice

25. These statements relate to the information that is available to support families relating to Autism

	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	There is/was adequate information available locally about Autism services and support
	
	
	
	
	
	

	I get most of my information from other parents.
	
	
	
	
	
	

	I find that I only get information if I ask for it
	
	
	
	
	
	

	I find it easy to get the specialist advice and support that I need.
	.
	.
	.
	.
	
	

	I was able to find someone who specialised in Autism to support my family
	
	
	
	
	
	

	I have been able to access information from a range of services
	
	
	
	
	
	

	I find it difficult to understand the information that I receive
	
	
	
	
	
	

	I just wanted one place where I could go and get all the information and advice that I needed
	
	
	
	
	
	

	I mainly look on the internet to find Autism information
	
	
	
	
	
	


26. How would you describe your experience of getting information and advice around Autism?
	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Would you say that it was:
	
	
	
	:


27. Additional comments? What suggestions do you have to help parents get the information and support that they need? What information source is/was useful to you? Could things be improved?

Topic 7: Transition – Age 14 to 18 years of age

28. This set of statements focus on the transition period (aged 14 - 18 years) including home to school, class to class, school to college etc
	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	In general, the people that work with my young person have a good understanding of Autism.
	
	
	
	
	
	

	In my experience, professionals work together and share information to meet the needs of my young person.
	
	
	
	
	
	

	People that work with my young person work with me to plan for key transitions and changes
	
	
	
	
	
	

	Decisions are made at the appropriate time
	.
	.
	.
	.
	
	

	Time and thought is given to the impact of change on my young person.
	
	
	
	
	
	

	I feel confident that my young person’s transition to adulthood will be appropriately planned and his/her needs will continue to be met.
	
	
	
	
	
	


29. How would you describe your young person’s experience of transition or change?
	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Would you say that it was:
	
	
	
	:


30. Additional comments? Change is difficult for people with Autism. What could be done to make transition easier? What has worked for you?

Topic 8: Healthcare

31. This set of statements focus on your current experiences with healthcare professionals (including CAMHS) and how they meet the needs of your young person.
	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	The Health professionals that I have come into contact with have a good understanding of Autism.
	
	
	
	
	
	

	My young person receives the support that they need when they receive healthcare.
	
	
	
	
	
	

	I require Health professionals and Social workers to work very closely together to meet the needs of my young person.
	
	
	
	
	
	


32. How would you describe your experience of Healthcare services in general?
	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Would you say that it was:
	
	
	
	


33. Additional comments? Do you have anything that you would like to add relating to Healthcare? What could be improved? What has worked for you?
Topic 9: Education
 34. What type of school does/did your young person with Autism attend? Please tick all that apply
	Pre-school
	

	Special Primary
	

	Mainstream Primary
	

	Special Secondary
	

	Mainstream Secondary
	

	Resourced Unit
	

	Residential School
	

	Home schooled
	

	Private School
	

	Language Unit
	

	Post 16 Special
	

	Post 16 Mainstream
	

	College post 18
	

	University (at a campus)
	

	University (open learning)
	

	Other (please specify)
	


35. Did/does your young person have a Statement of Educational Need?
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Yes
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No
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Did not qualify
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Don't know



36. Any other comments about a Statement of Educational Need?

37. Has your young person ever had to change school because of their disability? Please tick the appropriate box
	From mainstream school to Special School
	

	From Special School to Mainstream School
	

	From any school to home school
	

	From Maintained School to Private School
	

	From Day School to Residential School
	

	Other (please specify)
	


38. Was your young person’s Primary education undertaken within Hampshire?
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No
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Mostly
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Some
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Unknown

39. Was your young person’s Secondary education undertaken within Hampshire?
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No
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Mostly
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Some
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Unknown

	40. These statements relate to your young person's education and the level of advice and support you and your

young person received or is currently receiving, from school/college/home

	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	I receive a high level of advice and support from my young person's Primary school (age 5 - 11)
	
	
	
	
	
	

	I receive a high level of advice and support from my young person's Secondary school (age 12 - 16)
	
	
	
	
	
	

	I receive a high level of advice and support from my young person's further education establishment
	
	
	
	
	
	

	Getting a Statement of Educational needs was straight forward and I received appropriate advice and support.
	
	
	
	
	
	

	My young person’s Statement is fully enacted at my young person’s school.
	
	
	
	
	
	

	I would like my young person’s statement to be reviewed periodically to ensure that it continues to meet my young person’s needs.
	
	
	
	
	
	

	The school communicates well with social workers to ensure that all the education and social needs of my young person are being met.
	
	
	
	
	
	

	In my experience the primary school (ages 5 – 11) is responsive to any difficulties that my young person with Autism is experiencing.
	
	
	
	
	
	

	In my experience the secondary school (ages 12 – 16) is responsive to any difficulties that my young person with Autism is experiencing.
	
	
	
	
	
	

	In my experience the further education establishment (ages 16+) is responsive to any difficulties that my young person with Autism is experiencing.
	
	
	
	
	
	


41. How would you describe your experience of education services in general?

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know

	Primary School
	
	
	
	

	Secondary School
	
	
	
	

	Further Education
	
	
	
	


42. Additional comments? Do you have anything that you would like to add, relating to Education? How can we improve the Education process for people with Autism? What has been useful to you?

Topic 10: Social Services

	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	Social Services teams have a good understanding of Autism and the impact on the family
	
	
	
	
	
	

	Social Services Teams are a good source of information and advice
	
	
	
	
	
	

	Eligibility Criteria for Specialist Services (Fair Access to Care) is FAIR and reasonable and meets the needs of my young person.
	
	
	
	
	
	

	My young person did not meet the Eligibility Criteria for Specialist Services but there are wider support services available.
	
	
	
	
	
	

	My young person did meet the Eligibility Criteria for Specialist Services and I receive a Service (or Direct Payments)
	
	
	
	
	
	

	I have been offered / requested a Carers Assessment
	
	
	
	
	
	

	I can only get the support that I need from Social Services when I / my family reach breaking point.
	
	
	
	
	
	

	I found it easy and straight forward to get an assessment of my young person's needs to enable my son/daughter to receive services
	
	
	
	
	
	


43. The following statements relate to Social Services and the level of support that you receive to meet the needs of your family
44. The following questions relate to the assessment process for 'Fair Access' to a Care
	
	0-4 weeks
	1-3 months
	4-6 months
	7-9 months
	10-12 months
	12 months +
	N/A

	How long did you wait for an initial assessment?
	
	
	
	
	
	
	

	How long did you wait for a core assessment / care needs assessment?
	
	
	
	
	
	
	


45. How would you describe your experiences of Social Services in general?

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know
	N/A

	Would you say that it was:
	
	
	
	:
	


Topic 11: Housing
46. What type of housing does your young person with autism live in? Please tick all that apply
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Owner
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Tenant - local authority / housing association
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Tenant - private landlord
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Mobile accommodation
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Registered care home / nursing home
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Adult Placement Scheme
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Acute / long stay healthcare residential facility or hospital
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Live alone
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Live with partner / and / or children
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Live with parents
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Unknown



Other (please specify) 

47. Has your young person ever had support / help with housing options?
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Yes
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No
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Not applicable - too young
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Not applicable – Never needed any help or support
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Don't know




48. If yes, who supported / helped them?
49. Additional comments. What suggestions do you have to improve where your young person lives?


Topic 12: Employment
50. Is your young person employed, ever been employed, or tried to find employment?
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Not applicable
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Yes
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No





51. These statements relate to employment/occupation and whether you feel that employers are supportive of employing young people with Autism.
	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	From my experience employers are supportive of taking on young people with Autism.
	
	
	
	
	
	

	There are services available to support work placements for my young person with Autism
	
	
	
	
	
	

	From my experience, people with Autism receive appropriate support to be able to maintain their job/work placement.
	
	
	
	
	
	


52. How would you describe your experiences of employment in general, in relation to young people with Autism?

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know
	N/A

	Would you say that it was:
	
	
	
	:
	


53. Additional comments? What do you think is needed to support young people with Autism to find work or to keep employed? What has been useful to you?


Topic 13: Criminal Justice System
Please omit the section below if you wish.

54. Has your young person had any dealings with the Criminal Justice Service in Hampshire? This includes police, youth offenders service, courts and probation. This could be as a victim, witness or questioned over a crime. 

	Yes


No

Don’t know 


55. These statements relate to how young people with autism are treated and supported by the Criminal Justice System within Hampshire

	
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly 

disagree
	N/A

	From my experience police officers have a good understanding and awareness of Autism and how it affects behaviour
	
	
	
	
	
	

	From my experience probation officers have a good understanding and awareness of Autism and how it affects behaviour
	
	
	
	
	
	

	From my experience Youth Offender Officers have a good understanding and awareness of Autism and how it affects behaviour
	
	
	
	
	
	

	I received good advice and support/help from the Youth Services
	
	
	
	
	
	

	My young person was treated fairly and appropriately by the Police Service
	
	
	
	
	
	

	My young person was treated fairly and appropriately by the Youth Offending Service
	
	
	
	
	
	

	My young person was treated fairly and appropriately by the Probation Service
	
	
	
	
	
	

	I found that the support available for young people with Autism was 'built into' the Criminal Justice System.
	
	
	
	
	
	

	We received good advice and support from officers within the courts
	
	
	
	
	
	


56. How would you describe your experiences of the Criminal Justice System

	 
	Mostly positive
	Generally okay
	Mostly negative
	Don't know
	N/A

	Would you say that it was:
	
	
	
	:
	


57. Additional comments? What do you think is needed to support young people with autism within the Criminal Justice System? What has been useful to you? Do you have any suggestions

Thank you for completing our questionnaire.
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