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3.6 Statement of Special Educational Needs 
 
 
3.6.18 Question: Does your child have a Statement of Special 
Educational Needs? 
 
 
Table to illustrate the number of young people in the survey that have 

a Statement of Special Educational Needs 
 
 

Response 
 

Frequency 

Yes 435 
No 123 
Stage 4 10 
Total 568 

 
 
 
 

Pie Chart to illustrate the percentage of young people in the survey 
that have a Statement of Special Educational Needs 

 
 

Percentage of Sample With a Statement of Special
Educational Needs

76%

22%
2%

Yes No Stage 4
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3.6.18a Question: If yes, in what year was the statement issued? 
 

Graph to show the distribution of current Statements of Special educational Needs according to the year of issue. 
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3.6.19 Question: Does the statement reflect your child’s needs? 
 
 

Table to show the level of Carers’ satisfaction with the contents of 
their child’s Statement of Special Educational Needs 

 
Response 

 
Frequency As a 

Percentage 
Yes 318 80.8 

No 60 15.3 

Partly 14 3.6 

Don't know 1 0.3 

Total 393 100 
 
 
 
 
3.6.20 Question: Have you received the services that the statement 
lists? 
 
 
Table to show the level of Carers’ satisfaction that the services listed 
within their child’s Statement of Special Educational Needs are being 

delivered 
 

 
Response 
 

Frequency As a 
Percentage 

Yes 312 77.7 

No 76 18.9 

Partly 6 1.5 

Apart from Speech Therapy 4 1.0 

Apart from Occupational Therapy 1 0.2 

Unsure 3 0.7 

Total 402  
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3.7 Annual Reviews 
 
 
3.7.21 Question: If your child has a statement, it should be reviewed 
once a year.  Did you know this? 
 
 

Response 
 

Frequency As a 
Percentage 

Yes  41 64.1 

No 23 35.9 

Total 64 100.0 

 
 
3.7.22 Question: Do you attend annual review meetings? 
 
 

Response 
 

Frequency As a 
Percentage 

Yes 366 88.6 

No 39 9.4 

N/a – new statement 8 1.9 

Total 413 100.0 

 
 
 
3.7.22a  If ‘no’, is there a reason? (Please specify) 
 
Responses were: 
 
♦ I will do 

♦ I haven't had one yet 

♦ I’m sometimes too busy or stressed 

♦ The LEA has not arranged an annual review meeting 

♦ We’ve not had first review yet 

♦ I didn't know I could 

♦ There hasn't been one yet 

♦ There hasn't been one yet but will attend at end of year 

♦ It’s early days only recently commencing 
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3.7.23 Question: Did you receive reports from professionals involved 
with your child before the meeting? 
 

Table to show percentage of carers receiving reports from 
professionals before the Annual Review meeting 

 
 
Response 
 

 
Frequency 

As a 
Percentage 

Yes 256 66.8 

No  116 30.3 

Not always 11 2.9 

Total 383 100.0 

 
 
 
3.7.24 Are you asked to give your views before the meeting? 
 

  
Table to show percentage of carers asked to give their views before 

the Annual Review 
 

Response 
 

Frequency As a 
Percentage 

Yes 296 77.7 

No 85 22.3 

Total 381 100.0 

 
 
 
3.7.25 Was the meeting helpful? 
 
 

Table to show carers’ views on the ‘helpfulness’ of Annual Review 
meetings 

 
Response 
 

Frequency As a 
Percentage 

Yes 323 88.5 

No 42 11.5 

Total 365 100.0 
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3.7.26 Did you feel comfortable with the organisation of the meeting? 
 

Table to show carers’ levels of comfort with the organisation of 
Annual Review Meetings 

 
 

Response 
 

Frequency As a 
Percentage 

Yes 306 85.0 

No 54 15.0 

Total 360 100.0 

 
 
3.26a If not, why not? 
 

Table to show  summary of responses 
 

Response Frequency As a Percentage 
Poorly organised/lip service 11 32.4 

Isolation/jargon (access) 10 29.4 

Attendance 5 14.7 

Hostility/domination 5 14.7 

Formality 2 5.9 

Conflicting agendas 1 2.9 

Total 34 100.0 

 
 
Detailed responses: 
 
Poorly organised/lip service 
♦ Very rushed, not prepared, given info that should have been given months previously 
♦ No, we expect to hear about meetings quickly, if we can't attend and they offer to 

change date, we expect a reply, not for meetings to go ahead without our knowledge 
 

Isolation/jargon (access) 
♦ I feel out numbered.  Professionals have their view; I'm only the mum. 
♦ School, other professionals didn't consider or even ask our views 
♦ They talk in jargon, feeling of hidden agenda 

 
Attendance 
♦ Too many professionals, daunting for a parent 
♦ A lot of professionals didn't attend.  I was unaware this would happen until the actual 

meeting 
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Hostility/domination 
♦ EP never agreed with anyone else and it appears that only his view counted 
♦ First meeting hostile, head didn't want him, teacher negative 

 
Formality 
♦ Too formal, don't know in advance who will be present, feel only reason for meetings 

is for legal obligations, not to discuss progress 
♦ Formal, tight time agenda, no opportunity for indepth discussions 

 
Conflicting agendas 
♦ Because everyone has his or her own agenda, either act defensively or don't say very 

much.  EPs are worst offenders 
 
 
 
 
3.8 Starting/moving school(s) 
 
3.8.27 Question: Please comment on any changes/difficulties that 
your child has experienced after starting a new school 
 
Response Numbers Percentage 
Exhibited increased anxiety and/or aggression 47 24.5 
Coped well 45 23.4 
Took a long time to settle 24 12.5 
Experienced bullying 16 8.3 
Experienced isolation 10 5.2 
Refused to attend/ran away  8 4.2 
Exhibited increased confidence 5 2.6 
Could not cope leading to placement breakdown 4 2.1 
Confused 3 1.6 
Difficulties in adapting to new routines 3 1.6 
Disruptive sleeping patterns and/or refusing to eat 3 1.7 
Faced a lack of expertise/understanding  from school staff 3 1.6 
Upset/crying 3 1.6 
Spiraling behaviour at home 3 1.6 
Benefited from a good induction programme 2 1.0 
Communication difficulties - refusing to talk 2 1.0 
Deterioration in academic progress 2 1.0 
Difficulties in adapting to new routines leading to 
increased aggression 

2 1.0 

Increase in obsessive behaviour 1 0.5 
Physical illness 1 0.5 
Self-harm 1 0.5 
Separation anxiety 1 0.5 
Soling/enuresis 2 1.0 
Unable to concentrate 1 0.5 
Totals 192 100.0 
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3.7.28 Question: Has your child ever had a break in their education, 
because they have been excluded or there has been difficulty in 
finding the right provision?   
 
and 
 
3.28a  Question: If ‘yes’, how long were they out of education? 
 
 
There were a total of 533 responses to this question, of which 114 (21.4%) of 

families reported a period of broken or disrupted educational provision. The 

following table provides a summary of the reasons cited by Carers: alongside an 

indication of the length of time lost, by each individual young person: 

 

 
Length of time out of education  

 
Number of Young People in each 

time phase 
 

Unspecified/cannot remember 21 

Ongoing part-time 3 

Less than 1 week 8 

1 - 2 weeks 9 

2 week to 1 month 16 

1 - 2 months 4 

2 to 3 months 6 

3 to 6 months 12 

6 -12 months 15 

1 - 2 years 13 

2 -3 years 3 

3 years + 4 

Total 114 
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Graph to illustrate the number of young people in the sample who 
have experienced a disruption in their educational provision, by the 

length of time out of school: 
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Section 4: Transport/travelling time 
 
Carers’ were informed that “we will share this information with local authorities to 

help them evaluate their transport policies for children with special educational 

needs”. 

 

 
4.1 Question: How far is your child’s school/college from home? 
 
 
Table to show the distance that young people within the survey travel  

to school or college 
 
 

Distance 
 

Number of Students Percentage 

Less than 1 mile 91 18.0 

1 to 5 miles 223 44.2 

5 to 10 miles 100 19.8 

10 to 20 miles 55 10.9 

20 to 30 miles 17 3.4 

30 to 40 miles 3 0.6 

40 to 50 miles 4 0.8 

50 to 60 miles 4 0.8 

60 to 70 miles 2 0.4 

70 to 80 miles 2 0.4 

100 miles 1 0.2 

150 miles 2 0.4 

3000 miles 1 0.2 

Total 505 100.0 
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Graph to illustrate the distance that young people within the survey 

travel to school or college 
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4.2 Question: How long does it take to travel to school/college? 
 
 

Table to show the differences in traveling time to and from 
school/college, between young people in the survey 

 
 

 
Travelling time in minutes 

 

 
Numbers of 

pupils 
 

 
Percentage of 

pupils 

Less than 5 12 2.2 

5-10 63 11.4 

10-15 101 18.2 

15-20 61 11.0 

20-25 64 11.5 

25-30 20 3.6 

30-35 91 16.4 

35-40 5 0.9 

40-45 26 4.7 

45-50 43 7.7 

50-55 6 1.1 

55-60 5 0.9 

60-70 38 6.8 

70-75 1 0.2 

75 – 90 5 0.9 

90 –120 10 1.8 

120 – 180 2 0.4 

180 and above 2 0.4 

Total 555 100.0 
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4.3 Question: If you would like to share any comments about 
transport, both good and bad, we would like to know what you think.  
 
 
General comments about transport 
 
 

Category of response 
 

Numbers As a % 

Good      74 23.7 

Arrange ourselves 68 21.8 

Excellent      26 8.3 

Very good 23 7.4 

Concerns re: long journey 23 7.4 

Constant changes/unreliable 22 7.1 

Escort needs training 21 6.7 

Walk 19 6.1 

Poor  7 2.3 

Satisfactory 6 1.9 

Concerns re: secondary transfer 4 1.3 

Driver and/or escort excellent 4 1.3 

Escort needs radio contact/mobile phone 3 1.0 

Entitlement issues 3 1.0 

Needs escort 2 0.6 

Inflexible 2 0.6 

Should be needs assessed 2 0.6 

Variable 1 0.3 

Concerns re: smoking on vehicle 1 0.3 

Need 4 wheel drive 1 0.3 

Totals 
 

312 100.0 
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Parental Comments on transport include: 
 

♦ We transport ourselves because that’s normal, the taxi home is good but, 

transport arrangements when a child first starts could be improved i.e. 

opportunities for families to meet staff first and explain problems 

♦ He walks to school now but won't when he goes to secondary because he 

can't cross busy roads.  He can't use public transport unaided and will need 

transport in September.  I have therefore applied for a statement 

♦ I think for a child like my son, transport is a nightmare, he needs to go in one 

vehicle all the way with reassurance and a properly  trained escort 

♦ My son is taken and returned on the school bus.  The service is very good.  

The problems only arise when changes are made ie. driver, carer, route, the 

bus.  He hates change and will panic 

♦ Transport is often an issue.  Changing drivers and/or escorts is very 

disruptive.  Changing on to a different bus is also traumatic 

♦ Driver/escort are pleasant, reliable people, they have been consistently there 

throughout his recent education 

♦ Transport is put out to tender this often results in frequent changes of 

drivers/escorts who don't understand disabilities 

♦ It is essential that an assessment is made before transporting children as to 

their chaperone requirements 

♦ We are fortunate to have driver/escort but the standard of cars isn't high and 

the staff should be trained in safety and be given basis instruction in how to 

deal with children with ASDs 

♦ Excellent although communication to minibus would be useful 

♦ Present transport is excellent, Driver and Escort both have children with 

disabilities, and they are very understanding 

♦ Transport staff are absolutely the last word in wonderful! 
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Section 5: Staff training 
 
Carers were told that: 
 
“’Staff’ includes any member of staff at your child’s/young person’s current 
placement – e.g. nursery nurse, class teacher, tutor, dinner lady, support 
assistant etc.  This information will be used by local education authorities to 
assure parents of the expertise of staff or to plan further staff training for staff”. 
 
 
5.1 Question: Have the staff had any training in working with young 
people with ASD? 
 

Table to show the comparative breakdown of Carers’ responses by 
LEA in response to their awareness of staff training in the young 

person’s placement 
 

 
LEA Yes % No % Don't 

know 
 

% Total % 

Birmingham 59 50.4 21 17.9 37 31.6 117 19.7 

Coventry 31 57.4 10 18.5 13 24.1 54 9.1 

Dudley 35 49.3 11 15.5 25 35.2 71 11.9 

Sandwell 11 50.0 3 13.6 8 36.4 22 3.7 

Solihull 9 39.1 4 17.4 10 43.5 23 3.9 

Walsall 11 44.0 3 12.0 11 44.0 25 4.2 

Wolverhampton 8 47.1 7 41.2 2 11.8 17 2.9 

Staffordshire 24 48.0 8 16.0 18 36.0 50 8.4 

Stoke-on-Trent 2 40.0 3 60.0 0 0.0 5 0.8 

Herefordshire 7 58.3 2 16.7 3 25.0 12 2.0 

Worcestershire 37 50.7 17 23.3 19 26.0 73 12.3 

Shropshire 11 47.8 4 17.4 8 34.8 23 3.9 

Telford and 
Wrekin 

11 44.0 2 8.0 12 48.0 25 4.2 

Warwickshire 38 48.7 11 14.1 29 37.2 78 13.1 

Region 294 49.4 106 17.8 195 32.8 595 100 
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5.2 Question: Have the staff had any experience in working with 
young people with ASD? 
 
 
 

 
Table of responses to the question - Have the staff had any previous 

experience in working with young people with ASD? 
 

LEA Yes % No % Don't 
know 

% Total % 

Birmingham 75 64.1 9 7.7 33 28.2 117.0 19.7 

Coventry 25 46.3 14 25.9 15 27.8 54.0 9.1 

Dudley 33 46.5 10 14.1 28 39.4 71.0 11.9 

Sandwell 14 63.6 5 22.7 3 13.6 22.0 3.7 

Solihull 9 39.1 6 26.1 8 34.8 23.0 3.9 

Walsall 14 56.0 1 4.0 10 40.0 25.0 4.2 

Wolverhampton 9 52.9 5 29.4 3 17.6 17.0 2.9 

Staffordshire 29 58.0 7 14.0 14 28.0 50.0 8.4 

Stoke-on-Trent 2 40.0 3 60.0 0 0.0 5.0 0.8 

Herefordshire 8 66.7 1 8.3 3 25.0 12.0 2.0 

Worcestershire 38 52.1 16 21.9 19 26.0 73.0 12.3 

Shropshire 15 65.2 2 8.7 6 26.1 23.0 3.9 

Telford and 
Wrekin 

18 72.0 2 8.0 5 20.0 25.0 4.2 

Warwickshire 41 52.6 16 20.5 21 26.9 78.0 13.1 

Region 330 55.5 97.0 16.3 168 28.2 595.0 100.0 
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5.3 Question: Do you think that there is a general awareness about 
ASD in your child’s young person’s current placement? 
 
 
 

 
Table of responses to the question - Do you think that there is a general 

awareness about ASD in your child's/young person's current placement? 
 

LEA Yes % No % Don't 
know 

% Total % 

Birmingham 80 70.2 20 17.5 14 12.3 114 19.3 

Coventry 41 75.9 10 18.5 3 5.6 54 9.1 

Dudley 46 64.8 13 18.3 12 16.9 71 12.0 

Sandwell 12 54.5 7 31.8 3 13.6 22 3.7 

Solihull 16 69.6 6 26.1 1 4.3 23 3.9 

Walsall 14 56.0 4 16.0 7 28.0 25 4.2 

Wolverhampton 12 70.6 4 23.5 1 5.9 17 2.9 

Staffordshire 36 72.0 6 12.0 8 16.0 50 8.4 

Stoke-on-Trent 2 40.0 3 60.0 0 0.0 5 0.8 

Herefordshire 9 75.0 1 8.3 2 16.7 12 2.0 

Worcestershire 46 64.8 20 28.2 5 7.0 71 12.0 

Shropshire 17 68.0 3 12.0 5 20.0 25 4.2 

Telford and Wrekin 20 80.0 4 16.0 1 4.0 25 4.2 

Warwickshire 58 74.4 16 20.5 4 5.1 78 13.2 

Region 409 69.1 117 19.8 66 11.1 592 100 
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Section 6: External Support 
 
Carers were informed that: “This information will be shared with Health, Social 

Services and Education, to assist their planning of joint co-ordinated services”. 

 

6.1 Other Agencies 
 

6.1 Question: Have you been offered access to other services from 
Health, Social Services and/or Education, such as respite care/ 
shared care, speech and language therapy or supported leisure 
experiences? 
 
 

 
Table of responses  

 
Response Yes % No % Total % 
Birmingham 60 55.6 48 44.4 108 18.5 

Coventry 36 72.0 14 28.0 50 8.6 

Dudley 39 54.9 32 45.1 71 12.2 

Sandwell 17 81.0 4 19.0 21 3.6 

Solihull 12 50.0 12 50.0 24 4.1 

Walsall 17 65.4 9 34.6 26 4.5 

Wolverhampton 12 70.6 5 29.4 17 2.9 

Staffordshire 35 70.0 15 30.0 50 8.6 

Stoke-on-Trent 5 83.3 1 16.7 6 1.0 

Herefordshire 10 83.3 2 16.7 12 2.1 

Worcestershire 41 56.9 31 43.1 72 12.3 

Shropshire 14 56.0 11 44.0 25 4.3 

Telford and Wrekin 11 44.0 14 56.0 25 4.3 

Warwickshire 60 77.9 17 22.1 77 13.2 

Region 369 63.2 215 36.8 584 100.0 
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6.1a Question: If ‘yes’, please let us know what you think of them 
 
 
 
Table 1 - Voluntary 

Sector: 

 Inadequate Satisfactory Excellent 

Satisfaction Scale Number of families 1 2 3 4 5 

Scouts 1   1   

NCH Action for Leisure 1    1  

Sibling Support Group 1     1 

Take a Break  1     1 

Carers Association 5 3   1 1 

Mencap 5   1 2 2 

Total 14 3 0 2 4 5 

Percentage 100.0 21.4 0.0 14.3 28.6 35.7 
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Table 2 - Social Services  Inadequate Satisfactory Excellent 

Satisfaction Scale Number of families 1 2 3 4 5 

Respite/shared care/family 

link 

97 38 7 20 12 20 

Social Services - general 67 31 11 8 9 8 

Supported Leisure Activities 18 8  2 3 5 

Playscheme 16 2  2 5 7 

Sitting Service 5     5 

Befriender 4  1  2 1 

Sessional work 2 1    1 

Family Centre 1    1  

Parent link worker 1    1  

Toy Library 1    1  

Total 212 80 19 32 34 47 

Percentage 100.0 37.7 9.0 15.1 16.0 22.2 
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Table 3 - Health  Inadequate Satisfactory Excellent 

Satisfaction Scale Number of families 1 2 3 4 5 
Speech and Language 
Therapy 

207 56 30 53 36 32 

Occupational Therapist 35 14 4 6 7 4 
Health - general services 12 4 3 1 3 1 
Clinical Psychology 10 1 1  2 6 
Physiotherapy 9 3 1 1 2 2 
Behaviour Management 3  1 1 1  
CAMHS 3   1  2 
Child Development Centres 2 1    1 
Community Nursing 2 1    1 
Crossroads 2   1  1 
Enuresis Clinic  2   2   
Music Therapy 2 1  1   
Parenting Group 2 1    1 
Play Therapy 2  1   1 
Portage 2 1   1  
Child Psychiatry 1     1 
Community Health 1   1   
Dietician 1   1   
Orthoptist 1 1     
Total 299 84 41 69 52 53 
Percentage 100.0 28.1 13.7 23.1 17.4 17.7 
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Table 4 - Education:  Inadequate Satisfactory Excellent 

Satisfaction Scale Number of families 1 2 3 4 5 

LEA /LEA Support Services 19 6  7 2 4 

Educational Psychologist 7 2 1 2 1 1 

Autism Support Team 1     1 

Careers 1     1 

ESW 1 1     

Outreach 1    1  

SENCO 1  1    

Total 31 9 2 9 4 7 

Percentage 100.0 29.0 6.5 29.0 12.9 22.6 



West Midlands SEN Regional Partnership – Report on ASDs – Carers’ Questionnaire Analysis  
Page 75 of 102 

 

6.2 Support organisations/groups 
 
6.2 Question: The following organisations/groups support families of people with ASD.  Are you aware of 
them? Please indicate with a ‘Y’ for ‘yes’ and an ‘N’ for ‘no’. 
 
LEA Afasic AiA CaF LPPS LPSG NAS PACE PEACH SNAP WRC WMAS 

Birmingham 32 52 31 18 70 98 9 16 8 2 99 

Coventry 7 9 7 27 30 42 3 6 0 0 39 

Dudley 23 27 17 32 46 56 2 5 1 0 48 

Sandwell 16 16 10 6 15 17 0 2 0 0 19 

Solihull 10 9 5 5 8 19 0 1 15 5 13 

Walsall 2 5 1 2 11 17 1 2 0 11 17 

Wolverhampton 6 6 5 9 8 11 1 1 0 0 12 

Staffordshire 12 19 8 11 29 38 0 4 2 0 30 

Stoke-on-Trent 1 0 1 1 3 4 0 0 0 0 4 

Herefordshire 7 4 9 7 8 11 1 1 1 0 8 

Worcestershire 36 23 19 29 46 60 2 3 6 0 53 

Shropshire 7 9 13 4 17 21 1 5 0 0 21 

Telford & Wrekin 9 12 7 3 18 25 2 3 0 0 19 

Warwickshire 27 19 19 39 44 55 4 3 1 0 49 

Total 195 210 152 193 353 474 26 52 34 18 431 
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6.2a and 6.2b Questions: If ‘yes’, how did you hear about them and have you been in touch with them and 
if you have used their services, how useful was it to you? 
 
Source 
 

AFASIC AiA CaF LPPS LPSG NAS PACE Peach SNAP WRC WMAS 

LEA/EP  1  37 5 6   1  8 
LPPS   1         
Charity 2 1 5 2 5 1 4 1   1 
Advert 1     1   1  1 
Another Parent 6  3 1 8 4 1  4  6 
NAS 9 8 1 1 18 1 3    57 
Parent Support/Carers’ Group 13 26 13 15 10 13  2  2 16 
Book/literature 4 6 2 1 1 22 1 1 1  9 
CDC 2 4 6 2 21 18   1  14 
Clinic/Health Visitor/Diagnostic 
team 

2 3 3 2 12 31   1  14 

CSI 1           
Family 1 4  1 2 8  2 3  9 
Friend 41 27 20 20 45 47 3 8 4 3 55 
Health Visitor 1           
Information Pack 1  1   1      
Internet 2 12    16 2 9   7 
Leaflet/booklet 10 8 9 10 4 25 3    7 
Library 1   1 2 8     5 
Listings 1     1      
Magazine 28 43 21 5 10 46  7   19 
NCH 1           
Newsletter 1 4 3  10  1  1  1 
Newspaper 3 14 2 5 2 20  4 1  11 
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Continued: 
 
 
Source 
 

AFASIC AiA CaF LPPS LPSG NAS PACE Peach SNAP WRC WMAS 

Parent Line 1           
Poster/notice board 1  4   2      
Professional 18 3 13 11 29 54 1 2 2 3 54 
School/pre-school 2 3 1 33 15 22  2 2  19 
SNAP 4     6 1 1   4 
TV/radio 1 3 2   6 1 1   4 
WMAS 12 19 10 7 76 26  1 2 1  
Work 4 1 3  1 2 1 2 1 3 2 
Not specified 22 12 2 1 1 10 1 3 5 4 3 
Direct   23 23 13 8 1   1 14 
Conference/seminar  2  1    1   4 
Sunderland University 2           
Communication Skills Group   1  1       
DCVS   1 1 1      1 
Family Trust Fund   1         
Total 198 204 151 180 292 405 24 47 30 17 345 
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Analysis of the levels of satisfaction expressed by parents who have contacted each organisation: 
 
 
Support 
Organisations/groups 

 Inadequate Satisfactory Excellent 

Satisfaction Scale Number of families 1 2 3 4 5 

Afasic 67 2 4 20 14 5 

AiA 107 8 8 37 29 17 

CaF 45 7 2 14 6 11 

LPPS 106 15 8 34 19 20 

LPSG 252 14 17 51 64 81 

NAS 316 13 22 86 73 53 

PACE 
 

10 1 0 6 1 3 

Peach 
 

29 0 4 10 7 9 

SNAP 
 

24 0 0 2 4 6 

WRC 
 

10 1 1 2 2 3 

WMAS 
 

347 15 22 101 80 105 
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Other organisations/institutions recommended by carers 
 
♦ All Sorts  ♦ Barnardos 
♦ Barnardos breakaway ♦ Birmingham Multicare 
♦ Birmingham Foster Care Assoc. ♦ Carers Soc. 
♦ Carers Support Project ♦ Dyspraxia group 
♦ Family Fund ♦ IPSEA 
♦ KIDS ♦ Network 81 
♦ OASIS ♦ Option Institute 
♦ Pen pal scheme ♦ Sibs UN 
♦ TakeaBreak ♦ University of Sunderland  
♦ Waving not drowning  
 
 
6.3: Question: Do you belong to a support group? 
 
 
 
Table of responses to the question: Do you belong to a support group? 
 

LEA Yes As a % No As a % Total As a % 
Birmingham 43 39.1 67 60.9 110 19.4 

Coventry 16 31.4 35 68.6 51 9.0 

Dudley 35 51.5 33 48.5 68 12.0 

Sandwell 14 77.8 4 22.2 18 3.2 

Solihull 11 50.0 11 50.0 22 3.9 

Walsall 11 47.8 12 52.2 23 4.1 

Wolverhampton 11 68.8 5 31.3 16 2.8 

Staffordshire 27 55.1 22 44.9 49 8.7 

Stoke-on-Trent 5 83.3 1 16.7 6 1.1 

Herefordshire 7 63.6 4 36.4 11 1.9 

Worcestershire 23 33.8 45 66.2 68 12.0 

Shropshire 18 66.7 9 33.3 27 4.8 

Telford and 
Wrekin 

10 38.5 15 57.7 26 4.6 

Warwickshire 21 29.6 50 70.4 71 12.5 

Region 252 44.5 313 55.3 566 100.0 
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6.3a Question: If yes, which one(s)? 
 
Name of Support Group Number of Members from 

Questionnaire Sample 
West Midlands Autistic Society (WMAS) 121 
Shropshire Autistic Supporters Group 31 
Dudley Autism Parent Support Group 26 
National Autistic Society (NAS) 20 
Local Parent Support Group (unspecified) 18 
Birmingham North PSG 12 
Peach 11 
Sandwell Support Group 11 
Hereford Family Support Group 10 
SPEAAK - Solihull 10 
Wolverhampton WMAS 10 
Stafford Support Group 9 
SNAP - Solihull 8 
AFASIC 7 
Walsall 7 
ADHD Support Group 6 
Autism induced Allergy (AiA) 6 
Coventry Autistic Support Group 6 
Magic Roundabout 6 
Rugby Autism Support Group 5 
Walsall Autism Support Group 5 
Autism Coming Together (ACT) 4 
Burton-on-Trent - ASG 4 
Cofton Carers 4 
Malvern Special Families 4 
Marches Family Network 4 
Pines Parents Group 4 
CASDAS - South Staffordshire 4 
Families need Friends 3 
Solihull PSG 3 
Stoke on Trent PSG 3 
All Sorts 2 
ASPS 14 2 
Birmingham East 2 
Downs Syndrome Association 2 
North Staffordshire ASPS 2 
Parent Link 2 
TEAM 2 
Wings 2 
Carers Association 2 
Kingsway School - Warwickshire 2 
Southall School PSG 2 
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Table continued 
 
Name of Support Group Number of Members from 

Questionnaire Sample 
Wolverhampton WMAS 2 
Abbey Hill School PSG - Stoke on Trent 1 
Autistic Related Syndromes 1 
British Epilepsy Society 1 
CAMHS - Coventry 1 
Cannock Autism Support Group 1 
CDC- unspecified 1 
CDC - Warwick 1 
Dyspraxia Society 1 
FACS 1 
Leicester Autistic Society 1 
Maas Road 1 
MENCAP 1 
Nuneaton Autistic Support Group 1 
Telford and Wrekin - Children with Disability 1 
Take a Break - North Warwickshire 1 
WASPS 1 
 
 
 
 
6.3b Question: If no, is there a reason why not – e.g. cost, travel? 
 
 
Reason: 
 

Frequency As a % 

Time 60 18.6 
Unaware 56 17.3 
Childcare 46 14.2 
Transport/travel 43 13.3 
Not needed 29 9.0 
Unhelpful/uncomfortable 21 6.5 
Cost 19 5.9 
Distance  16 5.0 
Don't want to 12 3.7 
Folded 10 3.1 
Confidence 6 1.9 
Age range 4 1.2 
Cultural barriers 1 0.3 
Totals 323 100.0 
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Section 7: Advocacy 
 
7.1 Question: To what extent do you feel that your child's/young 
person's views are taken into account when decisions are made? 
 
 
Table illustrating the extent that carers within the survey feel that 
their child’s/young person's views are taken into account when 
decisions are made 
 
 

Inadequate Satisfactory Excellent 

LEA N/a 1 2 3 4 5 Total 
Birmingham 40 19 18 32 7 7 123 

Coventry 9 5 7 25 5 3 54 

Dudley 16 21 5 21 8 2 73 

Sandwell 3 7 2 9 0 1 22 

Solihull 3 2 5 9 3 1 23 

Walsall 0 4 3 8 5 1 21 

Wolverhampton 0 2 3 8 5 1 19 

Staffordshire 0 9 9 15 9 0 42 

Stoke-on-Trent 0 2 2 2 0 0 6 

Herefordshire 2 2 1 4 2 1 12 

Worcestershire 0 13 15 28 5 3 64 

Shropshire 2 5 4 9 2 0 22 

Telford and 
Wrekin 

1 7 2 5 3 2 20 

Warwickshire 1 9 10 29 8 5 62 

Region 77 107 86 204 62 27 563 

% 13.7 19.0 15.3 36.2 11.0 4.8 100.0 



West Midlands SEN Regional Partnership – Report on ASDs – Carers’ Questionnaire Analysis 
 

Page 83 of 102 

 

7.2 Question: To what extent do you feel that your views are taken 
into account by decision-makers? 
 
 
Table illustrating the extent that carers within the survey feel that 
their views are taken into account when decisions are made 
 
 

Inadequate Satisfactory Excellent 

LEA 1 2 3 4 5 Total 

Birmingham 18 23 32 19 14 106 

Coventry 7 5 15 12 8 47 

Dudley 15 8 26 9 7 65 

Sandwell 5 4 8 4 0 21 

Solihull 2 4 4 9 4 23 

Walsall 4 4 7 3 4 22 

Wolverhampton 5 2 5 4 1 17 

Staffordshire 8 5 18 12 4 47 

Stoke-on-Trent 3 1 1 1 0 6 

Herefordshire 0 3 5 3 1 12 

Worcestershire 13 16 31 8 5 73 

Shropshire 5 7 7 6 0 25 

Telford and Wrekin 5 5 7 6 1 24 

Warwickshire 5 11 32 14 8 70 

Region 95 98 198 110 57 558 

% 17.0 17.6 35.5 19.7 10.2 100.0 
 
 
 
 
7.3 Question: Are there any additional comments you would like to 
make?  
 
161 families made additional comments on the extent to which they felt able to 

advocate for themselves or the young person and/or the extent that they 

perceived that professionals did/did not take their views into account.   
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Response Numbers As a percentage of 
total 

Strongly felt views not considered or 
unable to advocate 

8 69.2  

Felt able to advocate and that views were 
taken into account 

4 23.3  

Inappropriate to seek a child’s views 110 5.0 
Mixed experiences depending on the 
individual agency/professional  

37 2.5 

Totals 159 100 
 
 
Examples of comments include: 
 
Inappropriate to seek child’s/young person's views: 
 
♦ Cannot ask a child who is not talking, his views 
♦ He has severe autism and can't express his views. Before the Tribunal – our 

views were not taken into account at all 
♦ If you take the child's views then he would not want to socialise, he has to be 

motivated and cajoled to make social interaction 
♦ I feel advocacy is inappropriate for a 6 year old as he is unable to make 

sensible decisions 
♦ Many ADHD/Asperger parents may have the condition themselves - how can 

they be effective advocates? 
 
 
Mixed Feelings: 
 
♦ LEAs want SEN kids in mainstream.  This is a cost-cutting exercise, being in 

mainstream will affect DLA even though my son has the same needs as 
before 

♦ My views are not taken into account because I am too nervous to say what I 
want in meetings 

♦ The knowledge of the parent can often be under valued and discarded.  On 
the whole we have dealt with some wonderful professionals 

♦ Unbiased, informed advice about schools is difficult to get.  Officers can't tell 
you what they think is best.  You can look at schools but it is hard to really 
know where is best 

 
 
Strongly felt that views were not considered or unable to advocate  
 
♦ When you are told “you're only his mother' you become very bolshy”! 
♦ Refused statement because of the Educational Psychologist, he is struggling 

at school and is not settling in secondary, teachers don't know what to do-
temp help 2hrs per week we don't know what to do. 

♦ I still think that some professionals think that because your child has SEN so 
have the parents and so can be rather condescending 
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♦ Parent’s views should be paramount in statementing process/provision. 
Parents are the best 'expert' on their own child 

♦ Professionals treat us as ignorant parents and feel that information, should 
only be on a need to know basis. We want info up front 

♦ Cost influences decisions, you have to be assertive/forceful to be listened to 
♦ I know my son but problem is getting someone to listen and a proper 

diagnosis 
♦ Lack of awareness by doctors, schools and public 
♦ They should listen more as parents know best 
♦ To achieve takes persistence which is extremely wearing 
♦ You should not have to fight with the system.  They don't care and have no 

experience of living with a child with ASD.  You are forced to go with the 
County’s views 

♦ I am confident and articulate with professionals but still feel 'put down' when it 
is my child 

♦ The system has never taken account of my child's views.  They never listen, 
they pretend to, but the decisions are already made 

♦ We are told you're the expert on your child - then feel we're not listened to - 
they have no idea about home life 

♦ Everything seems to be behind closed doors 
♦ Parents regarded as children by LEA/Schools etc as nuisance.  Without 

support groups there would be a lot of broken families around 
♦ Railroaded into decisions, not listened to 
 
 
Felt able to advocate and that views were taken into account: 
 
♦ My views are listened to but would like to be better informed to formulate 

views more knowledgeably 
♦ I have felt involved in any process involving decision making and hope to 

continue to be so. 
♦ Pre-diagnosis was extremely stressful, now he's correctly placed no 

criticisms, except transport 
♦ The school is great, they listen. Tend to treat me as if I over react which is fair 

because I do! 
♦ My experience as a health worker is that help is available if you know how to 

access it, my fears are for other families who do not have knowledge 
♦ I have been pleased that Walsall LEA/SEN have listened and responded 

positively to my views 
♦ Views are taken into account as we are pushy, vocal and we write 
♦ Less forceful parents might experience difficulties attaining what they really 

want and need, lucky I am positive and strong 
♦ Many of my views would be ignored by the LEA if I wasn't forceful at meetings 
♦ Having a background in Learning Disabilities certainly helped 
♦ We are learning slowly how to be heard 
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Section 8: Beyond School 
 
 
8.1 Question: Are you aware of any future opportunities available 
when your child leaves school? 
 
 

Table of number of Carers who were aware of Post School 
Opportunities 

 
Response 

 
Frequency 

Yes 77 
No 473 

Total 
 

550 

 
 
 

Pie Chart to show Carers’ Awareness of Post School Opportunities 
 
 

Carers’ Awareness of Future Opportunities Post
School

Yes
14%

No
86%
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8.2 Question: If your child is 12 or over, do you know about the 
arrangements that are in place for planning their future, e.g. year 9 – 
Transitional review planning? 
 
 
Table to show numbers of Carers who are aware of Transitional 
Review Planning 
 
 

Response 
 

Frequency 

Yes 64 
No 161 

Total 
 

225 

 
 
 
 
Pie Chart to show Carers’ Awareness of Transitional Review Planning 
 
 

 
Carers' Awareness of Transitional Review Planning

28%

72%

Yes

No
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8.3 Question: If your child has a statement and is 14 or over, they 
should have had a post-14 transitional review meeting.  This should 
involve you, your child and representation/information from Careers, 
Education SSD and Health. Did you know this? 
 
 

Table of numbers of Carers who were aware of representation at 
Transitional Review Meetings 

 
 

Response 
 

Frequency 

Yes 80 
No 122 

Total 202 
 

 
 
 
 

Pie Chart to show Carers’ Awareness of Transitional Review 
Representation 

 
 

Carers’ Awareness of Transitional Review
Representation

Yes
40%

No
60%
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8.4 Question: Has your child had a transitional review meeting? 
 

Response 
 

Frequency As a Percentage 

Yes 45 28.8 
No 111 71.2 

Total 156 100.0 
 
 
 
8.5 Question: Were you asked to give your views before the meeting? 
 

Response 
 

Frequency As a Percentage 

Yes 43 53.1 
No 38 46.9 

Total 81 100.0 
 
 
 
8.6 Question: Did you receive reports from professionals involved 
with your child before the meeting? 
 

Response 
 

Frequency As a Percentage 

Yes 40 53.3 
No 35 46.7 

Total 75 100.0 
 
 
 
8.7 Question: Did you attend the transitional review meeting? 
 

Response 
 

Frequency As a Percentage 

Yes 44 61.1 
No 28 38.9 

Total 72 100.0 
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8.7a Question: If not, why not? 
 

Reason 
 

Frequency 

Don't know 2 
No information was received before the meeting 1 
LEA said it was 'within his new statement' 1 

 
 
8.7b Question: Who attended/provided information/advice? 
 

Designation of Attendee 
 

Frequency 

Classteacher 13 
Social Worker 12 
Careers 11 
Headteacher 11 
SENCO 10 
Educational Psychologist 6 
LEA Officer 5 
Community Nurse 3 
Clinical Psychologist 2 
Day services 2 
Disabilities Officer 2 
Learning Support Teacher 2 
Speech and Language Therapist 2 
Care Staff 1 
Form Teacher 1 
Key worker 1 
Young person 1 
WMAS 1 
 
Total Review Meetings  

 
28 

 
 
 
8.8 Question: Was the meeting helpful? 
 

Response 
 

Frequency As a Percentage 

Yes 29 72.5 
No 11 27.5 

Total 40 100.0 
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8.9 Question: Did you feel comfortable with the organisation of the 
meeting? 
 

Response 
 

Frequency As a Percentage 

Yes 34 79.1 
No 9 20.9 

Total 43 100.0 
 
 
 
8.9a Question: If not, why not? 
 
Reasons given: 
 
♦ LEA didn't accept Autism 
♦ The independent school was being bought out by the headmaster, and it was 

clear at this meeting that he was going to aim his school in a new direction 
which did not include my son’s special needs.  He put up barriers, I felt very 
uncomfortable, review basically ended up needing to find a new school and 
not with Post 16 issues 

♦ Unhelpful, felt going through' statutory motions 
 
 
 
8.10 Question: What else would you have found useful? 
 
Responses were: 
 
♦ Independent help from WMAS 
♦ Reports prior to meeting 
♦ Information about what happens if things go wrong when he leaves school 
♦ Information about when to start applying for funding, where to look for general 

advice 
♦ Headmaster’s honesty before the meeting.  The assembled professionals 

meeting or contacting us first before the review date, and any reports 
available before then too. 

♦ Presence of SEN careers advisor  
♦ To be told the type of school son needed was in the area 
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8.11 Question: Has a transitional plan been drawn up? 
 

Response 
 

Frequency As a Percentage 

Yes 22 42.3 
No 29 55.8 

Don’t know 1 1.9 
Total 52 100.0 

 
 
 
8.12 Question: Have you received information on adult services? 
 

Response 
 

Frequency As a Percentage 

Yes 16 22.9 
No 54 77.1 

Total 70 100.0 
 
 
 
 
 
 
Section 9: Impact on family life 
 
9.1 Question: Did you give up your job(s) or reduce your hours of 
paid work to attend to your child’s educational and other needs? 
 
 

Response 
 

Frequency As a percentage 

Gave up work 327 58.0 
Continued to work 233 41.3 
Unable to work 2 0.4 
Restricted to part-time hours 2 0.4 
Totals 564 100.0 
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9.1.1 Question: List in order, the 3 greatest sources of stress in 
caring for your child with autism: 

 
“(E.g. managing uncontrollable behaviour; lack of sleep; problems caused for other 
brothers and sisters; provision of constant parental care; financial problems due to 
loss of income; getting the right advice on early intervention; obtaining a diagnosis; 
the formal assessment process; securing the appropriate SEN support from the 
LEA; social isolation; others).” 

 
 
 
Primary Source of Stress 
 

Numbers As a percentage 

Behaviour management 195 32.9 
Constant care/supervision/attention 72 12.2 
LEA including schools - service and lack of 
provision 

68 11.5 

Obtaining diagnosis 50 8.4 
Lack of sleep 35 5.9 
Social isolation 30 5.1 
Stress/impact on siblings 25 4.2 
Lack of communication/understanding 19 3.2 
Obtaining the right support/help 16 2.7 
Obtaining the right advice/information 14 2.4 
Financial effects 14 2.4 
Lack of public awareness and 
inappropriate responses 

13 2.2 

Lack of advice on early intervention 9 1.5 
Presenting difficulties e.g. depression, 
anxiety lack of awareness of danger etc 

7 1.2 

Fear for the future 6 1.0 
Stress/disruption on normal family life 5 0.8 
Marriage breakdown 5 0.8 
Social skills 4 0.7 
Bullying 3 0.5 
Lack of peer friendships 2 0.3 
Total 
 

592 100.0 
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Secondary Source of Stress 
 

Numbers As a percentage 

Behaviour management 105 18.2 
Stress/impact on  siblings 84 14.6 
LEA including schools - service and lack of 
provision 

86 14.8 

Constant care/supervision/attention 58 10.1 
Social isolation 32 5.6 
Lack of sleep 32 5.6 
Obtaining the right advice/information 30 5.2 
Financial effects 22 3.8 
Obtaining diagnosis 22 3.8 
Obtaining the right support/help 17 3.0 
Lack of public awareness and inappropriate 
responses 

16 2.8 

Stress/disruption on normal family life 13 2.3 
Lack of communication/understanding 12 2.1 
Presenting difficulties e.g. depression, 
anxiety lack of awareness of danger etc 

12 2.1 

Fear for the future 10 1.7 
Social skills 8 1.4 
Lack of respite care 6 1.0 
Lack of advice on early intervention 5 0.9 
SEN Tribunal 3 0.5 
Bullying 2 0.3 
Ombudsman 1 0.2 
Total 
 

576 100.0 
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Third Source of Stress 

 
Numbers As a percentage 

LEA including schools - service and lack of 
provision 

74 13.6 

Stress/impact on siblings 63 11.5 
Social isolation/exclusion 56 10.3 
Behaviour management 45 82.0 
Financial effects 41 7.5 
Lack of sleep 39 7.1 
Constant care/supervision/attention 32 5.9 
Obtaining the right support/help 31 5.7 
Fear for the future 29 5.3 
Obtaining diagnosis 25 4.6 
Lack of public awareness and inappropriate 
responses 

23 4.2 

Lack of respite care 14 2.6 
Presenting difficulties e.g. depression, 
anxiety lack of awareness of danger etc 

13 2.4 

Stress/disruption on normal family life 12 2.2 
Lack of communication/understanding 10 1.8 
Lack of advice on early intervention 9 1.6 
Everything 4 0.7 
DSS 3 0.5 
Exhaustion 3 0.5 
Guilt 3 0.5 
Marriage breakup 3 0.5 
Obtaining the right advice/information 3 0.5 
Puberty/sexual awareness 3 0.5 
Lack of peer friendships 2 0.4 
Social/independent living skills 2 0.4 
Carer depression 1 0.2 
DfEE 1 0.2 
Encouraging progress 1 0.2 
Frustration 1 0.2 
Totals 546 100.0 
 



West Midlands SEN Regional Partnership – Report on ASDs – Carers’ Questionnaire Analysis 
 

Page 96 of 102 

 

9.2 Training for parents - Developing Skills and Strategies for 
supporting your child 
 
Carers were informed that “This information will be used to make 
recommendations on future courses and professional support for families.” 
 
 
 
9.2.3 Question: Have you had any formal training? 
 
 

Response 
 

Frequency As a Percentage 

Yes 85 14.1 
No 518 85.9 

Total 603 100.0 
 
 
 
 

Pie Chart to show percentage of carers who have received  
formal training 

 

Percentage Of Carers Who Have Received
Formal Training

Yes
14%

No
86%
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9.2.3a Question: If yes, how did you find out about it? 
 

Source Frequency 
SALT 10 
WMAS 7 
CDC 7 
Work 4 
Peach 4 
SSD 3 
School 3 
Friend 3 
TV Programme - Son-Rise Option 2 
Professional 2 
Prof. E Newson 2 
Community Paediatrician 2 
RNLD 1 
Psychologist 1 
Press 1 
Parkview 1 
Parent Support Group 1 
Other parents 1 
NCH 1 
NAS 1 
Literature 1 
Clinical Psychologist 1 
Birmingham University 1 

 
 
9.2.4 Question: Who paid for it? 
 

Source of funding 
 

Frequency 

Self 29 
Health 10 
LEA 5 
CDC 2 
D/K 2 
Employer 2 
Free 2 
University of Birmingham 2 
Charity 1 
GP 1 
NCH 1 
Sponsorship 1 
SSD 1 
Total  59 
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9.2.5:  Question: Was it helpful? 
 

Response 
 

Frequency As a Percentage 

Yes 46 74.2 
Very 9 14.5 
Excellent 3 4.8 
No 3 4.8 
Not yet completed 1 1.6 
Total 62 100.0 

 
 
 
9.2.6: Question: What training/further training do you think you or 
members of your family would benefit from? 
 
 

Type of Training 
 

Numbers As a percentage 

Behaviour 68 32.7 
ASD awareness 20 9.6 
Siblings 20 9.6 
Any 15 7.2 
Communication 12 5.8 
Stress management 11 5.3 
Educational strategies 10 4.8 
Social skills 10 4.8 
Puberty/sexuality 7 3.4 
ASD awareness for extended family 5 2.4 
How to cope 4 1.9 
General strategies 4 1.9 
Ongoing, needs led 3 1.4 
TEACCH 3 1.4 
Dealing with professionals 2 1.0 
Genetic counseling 2 1.0 
How to access the system 2 1.0 
Independent living/life skills 2 1.0 
Peer group experiences (other families) 2 1.0 
Research updates 2 1.0 
ABA 1 0.5 
Certificate ASD 1 0.5 
Family life 1 0.5 
PECS 1 0.5 
Total 208 100.0 
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Section 10: The Future 
 
 
10.1 Question: What are your concerns and fears for your child’s 
future? 
 
373 parents commented about their concerns and fears for their child’s future. 

Nearly 50% of the responses from the parents were linked to a fear about what 

will happen to their son/daughter when they are no longer able to care for them. 

Achievement of independent living skills is obviously very important to parents so 

that their children will be able to cope on their own if necessary. 

 
 
Response Number Number 

as a % 
Concern about the quality of future care arrangements if 
parents unable to cope or die 

98 26.3 

Concern that young person may not achieve a level of 
independent living skills 

87 23.3 

Fear that the young person will suffer social exclusion 71 19.0 
Perceived shortfall in resources and provision 62 16.6 
Implications of the young person's vulnerability e.g. 
bullying 

47 12.6 

Concern that young person may not achieve meaningful 
employment 

43 11.5 

Concern that young person may underachieve 
academically 

38 10.2 

Concerns that cannot sustain long-term positive 
relationships 

32 8.6 

Implications of post 16 provision - lack of information re: 
options 

28 7.5 

Secondary school transfer and lack of training/support 27 7.2 
Implications of management of behavioural difficulties 17 4.6 
Fear that young person will suffer depression 14 3.8 
Fear of the unknown/uncertainty for the future 8 2.1 
Impact of limited communication skills 6 1.6 
Implications for management during and after puberty 5 1.3 
Implications for change of primary school 4 1.1 
Implications of lifelong dependency 4 1.1 
Worries about the long term quality of life 4 1.1 
Fear of the unknown 3 0.8 
Impact on siblings / strain on marriage 3 0.8 
No concerns 1 0.3 
 
Total 

 
373 
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Responses included: 
 

♦ We worry that he will have no independence, will not be treated properly 
by others, what will happen when we're gone 

♦ We wonder how our son will cope, fit into society. We worry that he will 
feel different/isolated/not lead a normal life/be taunted 

♦ We worry what employment will be open to him, about adult relationships, 
that he will live his life in constant state of anxiousness 

♦ That he will be put on scrap heap and forgotten after leaving school. We 
are fearful; of the future, cut backs so he will not get the best 

♦ What will happen when she leaves school, and when I'm not around to 
care for her? 

♦ That he will receive help to cope at school, that he has no real friends, we 
are concerned about bullying at school 

♦ How he will communicate to outside world away from family, how he will 
relate to discipline when at work 

♦ That he is totally dependent on us, we  fear he will not become 
independent 

♦ We want our son to be as independent of us as possible. We fear for his 
vulnerability when we are no longer able to support him 

♦ What happens when I die – I want my son to live in a community where he 
is understood 

♦ We worry how she will survive without our support, how she will fit in this 
hostile/unsympathetic world 

♦ We worry about what will happen to him when we are gone, that he will 
injure someone and end up in the hands of the police 

♦ Our fears are that we will not be able to retain energy/resources to care 
for son, that he will be a 2nd class citizen 

♦ Is he ever going to get better or always looked after by us? 
♦ What future? There is not enough provision, our hopes died with the 

diagnosis 
♦ Society being able to care if I'm not there, someone trustworthy/ 

concerned /genuine, to fulfil his potential, for him to be happy, not locked 
away and not stimulated 

♦ We are worried that he will become socially isolated, excluded, 
depressed, unhappy, refuse to attend school, become more aggressive 
and frustrated.  We worry that his special skills and talents will be wasted 

♦ Concerned about secondary schooling not being suitable, there is not 
much choice. We wonder whether he will he cope with college/job, will 
there be support for his adult life? 

♦ Without further support and training our son will be ill-equipped for life 
♦ We are worried about our son’s independent living.  We have concerns he 

will be bullied and won’t make friends.  He gets lots of help now but will 
flounder without it.  His employment prospects are limited because of his 
visual impairment and communication difficulties 

♦ What happens when he leaves school?  We want him to have a happy/ 
fulfilled life, we don’t want him to be a burden on siblings - we’re very 
anxious about the future 
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10.2 Question: What are your aspirations and hopes for your child’s 
future? 
 
Response Number Number 

as a % 
To feel happy/content/fulfilled 125 34.1 
To maximise learning potential 112 30.5 
Achieve maximum independency 101 27.5 
Achieve fulfilling employment 61 16.6 
Live as normal a life as possible 59 16.1 
Experience high quality care/provision 48 13.1 
To be socially accepted/included/understood  45 12.3 
Experience a long-term special relationship/marriage 22 6.0 
Able to cope with life 11 3.0 
Develop appropriate communication skills 10 2.7 
A cure for ASD is found 10 2.7 
No positive feelings about the future 10 2.7 
Integrate into a mainstream school 9 2.5 
Experience equal opportunities 8 2.2 
Achieve self-awareness 4 1.1 
 
Total 

 
377 

 

 
 
Responses included: 
 

♦ We want our son to be happy and enjoy life, we hope he finds 
employment, copes with everyday life 

♦ We hope that with the right care at home and right educational provision 
she will fulfill her potential 

♦ To act appropriately in his adult life, to have a certain amount of 
independence, to learn living skills, to realise other peoples views are 
valid 

♦ We would like our son to lead normal life in society, get a job and be able 
to mix with other people 

♦ We hope our son will receive funding/support so he can live 
independently, so that there is no major financial worry for his only sibling 
when we're gone 

♦ I hope he will be safely looked after in a pleasant home with people who 
understand him 

♦ My daughter is such a source of worry that my hopes are not to be raised 
because I will only have them smashed 

♦ For him to have an enjoyable (independent if he wants it) life, for him to 
manage day to day and the support he needs to carry them out 

♦ That agencies will realise he needs help and work together, that he will 
become more sociable/independent 

♦ To achieve all we know he's capable of and more, to grow up well 
balanced with aspirations of own 
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♦ We want people around our son to understand him and give him the same 
chances as any one else, with the right support he will do as well as any 
'normal' child 

♦ For him to do well at school, get through it all safely, enjoy and 
understand what he is doing, get a good job and support himself, to have 
quality of life 

♦  He's very bright and I hope the agencies will give him enough help so 
that he can have as normal a life as possible, without bullying or ridicule, 
to marry, have a family and a good job, be cured.   

♦ To be able to understand other people’s feelings, to be liked and loved 
♦ To live easily within society, maintaining a job and happy life to live 

independently 
♦ We would like our son to lead a normal life in society, to get a job and be 

able to mix with other people 
♦ We hope that he may achieve a state of mind in which he may live 

comfortably in society, supported by carers who have respect and regard 
for others 

 
 
 
 
 
 
Finally: Carers were given the option of sharing their child’s/young person’s 

name - 531 carers (84.9%) did this. 

 

Carers were asked if they would be willing to be contacted again.  If they were 

willing, they were given the opportunity to provide names and contact details - 

583 carers (93.3%) agreed and provided personal contact details, thus providing 

a huge potential database for further consultation if appropriate. 


