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INTRODUCTION 

 

In late 2020, The Autistic Collective (East Renfrewshire) was established. A working 
group of parents and carers of Autistic children, young people and adults who had 
come together with the key aims of offering peer support and raising Autistic voices, 
whilst fostering positive change through empowering those with lived experience to 
help shape the best services and supports in their local community.  
 
To establish what was already working well to support Autistic people and their 
families in East Renfrewshire and what was needed for them to feel better supported 
in their communities, the ‘Collective compiled a survey to gather the views and 
personal experience of a wide group of parents and carers of Autistic people. This 
survey was subsequently distributed by East Renfrewshire Carers Centre, local parent 
forums, community groups and third sector organisations over the summer of 2021.  
 
One hundred and ninety people responded to the survey. The Autistic Collective 
received funding from East Renfrewshire Health & Social Care Partnership (ERHSCP) 
to commission Autism Network Scotland (ANS) to complete an independent evaluation 
of the responses. The findings and recommendations from this are contained in the 
following report. 
 
The ‘Collective would like to extend their gratitude to Irené Brown, Carers Lead, 
ERHSCP and Mark Mulhern, Manager, ER Carers Centre for their support and 
encouragement.   And, to all 190 parents and carers who took precious time out of out 
of their day to complete the survey….we salute you! “ 

 

EXECUTIVE SUMMARY 

This section highlights the key themes from each section of the survey and the final 

recommendations of the report.  Full discussion of how the themes were developed 

and an analysis of each can be found further into this report. 

Key themes 
 

Positive experiences of assessment process 

 Effective assessment overall 

 Good staff carrying out assessment 

 Length of assessment time is important 

 Good communication process and listening to parents 

 

 



4 | P a g e  

 

Negative experiences of assessment process 

 Length of time to receive a diagnosis 

 Lack of, or no, post diagnostic support 

 Having to fight for referral 

 Negative experience with CAMHS 

 

Experiences of education (school, further and higher) 

 Level/quality of support ranges from very negative to very positive 

 Not enough or limited support 

 Lack of knowledge and understanding 

 Patchy support 

 

Reasons for seeking private support 

 Needs not addressed by statutory services 

 Waiting times 

 Lack of awareness/understanding in statutory services 

 No choice/desperation 

 Mental health needs 

 

Experiences of support and services 

 Lack of understanding of more complex or nuanced experiences, e.g. those 

presenting differently, diagnosed later in life or with multiple co-occurring 

conditions 

 Need for a clear post diagnostic pathway and signposting 

 Good support experiences 

 

Experiences of caring for and supporting an autistic person 

 The impact on the wellbeing of parents 

 Parents reporting a negative experience 

 Peer support being crucial 

 Having to fight 

 Lack of awareness 

 Love 
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Recommendations 

1) To carry out a similar survey for autistic adults, to be co-produced with autistic 

individuals 

2) To have a lifespan autism strategy that covers children’s and adults’ services that 

is co-produced with autistic people 

3) For services, training and supports to adopt an attributes based approach to 

autism and for autistic people to lead in the education of this 

4) For a specific autism resource/information hub to be developed locally 

5) To engage with other communities and cultural identity groups 

6) For a clear referral, pre-diagnostic, diagnostic and post-diagnostic pathway to be 

developed across children’s and adults’ services that covers the range of autistic 

experiences and levels of support needs 

7) For peer support groups for parents and carers to be developed and supported  

locally 

8) For peer support groups for autistic people to be developed and facilitated by   

autistic people and supported locally 

9)  For all staff in education to have received autism understanding training 

10) For local autism planning to give specific focus to mental health and autism and  

services to respond appropriately to this 

 

METHODOLOGY 

The survey took a mixed methods approach with questions requiring a yes/no 

answer or to choose an answer from a drop down box, and questions which had 

space for free text.  Key statistical data is detailed in the report, with a full breakdown 

of the data and cross referencing available in the appendix.  Free text answers were 

thematically analysed.  This involves going through each answer and noting the 

words used, then grouping common words or phrases and eventually narrowing this 

down to identify key themes for each question.  This analysis is done based purely 

on the language and wording used by respondents and so may differ from current 

preferred terminology.  
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STATISTICAL ANALYSIS 

The Numbers 

190 responses 

 

63.7% parents 

32.1% parent / carer 

(Other responses included autistic individual, autistic parent, 

sibling) 

 

Gender of autistic person: 

63.2% male 

29.5% female 

(Other responses included trans male, trans female 

and non-binary) 

 

Diagnosis received: 

85.8% NHS 

Age of autistic 

person: 

80% under 18 

Ethnicity of 

autistic person: 

86.3% white 
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 53.68% reported no access to pre and post-diagnostic support for 

parents and carers. 42.11% did have access and 4.21% chose N/A 
 

 71.57 % reported no access to pre and post-diagnostic support for 

autistic individuals.  22.11% did have access and 6.32% chose N/A 

 

 93.20% of all respondents said there was a need for Autism 

Specific Resource/Information centre  

 

 

 

 

 

Where people receive their support: 

 

Carers’ Centre                            54.3% 

Family                                         52.7% 

Local or National Organisation   40.9% 

Most common co-occurring experiences: 

 

Sensory Processing Differences               59.4% 

Mental Health Concerns                            39.4% 

Learning Disability                                     35.3% 

ADHD                                                        25.3% 

Ehlers Danlos / Hypermobility                   12.4% 
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Pre and post-diagnostic support for Parents / Carers: 

 

 Under 

18 

18 plus All 

Ages 

Parents / Carers received pre/post 

diagnostic support 

   

No  50.00% 68.42% 53.68% 

Yes 46.71% 23.68% 42.11% 

Not applicable 3.29% 7.89% 4.21% 

Total 100% 100% 100% 

 

Pre and post-diagnostic support for autistic individuals: 

 

 Under 

18 

18 plus All 

Ages 

Individual received pre / post 

diagnostic support 

   

No  72.37% 68.42% 71.58% 

Yes  22.37% 21.05% 22.11% 

Not applicable 5.26% 10.53% 6.32% 

Total 100% 100% 100% 
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Those wanting a dedicated service: 

 

 Under 

18 

18 plus All 

Ages 

Dedicated Service    

No  6.58% 7.89% 6.84% 

Yes  93.42% 92.11% 93.16% 

Total 100% 100% 100% 
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THEMATIC ANALYSIS 

The following section of the report is the thematic analysis of the “free text” 

answers.  The text was analysed for common themes/links for each answer.  The 

answers were collated into headings, which were then arranged into larger thematic 

groups.  For each answer, between five and eight themes were identified.   

Each question is listed below with the key themes listed, and then each theme is 

given a small discussion section.   

Please note that the thematic analysis is carried out purely on the text given in the 

answers, so no correlations between answers/respondents or deeper nuances are 

discussed in this section.  This style of analysis also doesn’t allow for responses to 

be broken down into age category; this will happen later in the report. This thematic 

approach allows for us to gain a deeper understanding of the most pertinent points 

that participants shared. 

 

5(B). In your experience of the referral, diagnostic and assessment process, 

what worked well? 

Within this answer were a mix of negative and positive experiences.  The negative 

experiences were discussed again in question 5C therefore, due to the focus of the 

question, this section of analysis focuses on the positive experiences and 

section 5C focuses on the negative.  However, it should be noted that “nothing” 

and “none” were common answers to this question.  Three key themes were 

identified.   

However, a number of other themes were identified and these are listed at the 

end of this section.  

 

KEY THEMES TO ARISE:  
Effective assessment overall 

Good staff carrying out assessment 

Length of assessment time is important  

Good communication process and listening to parents 
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Breakdown of themes:  
Effective assessment overall  

One of the strongest themes to emerge from this questions was the general 

experience of the assessment itself.  Most positive comments did not refer to specific 

services but were more general.  

Comments specifically stated: 

 

 

 

 

 

 

 

 

Other answers were about specific components of the assessment such as: 

 

  “interviews went well”  

“Diagnosis was very thorough so there was no doubt.  For 

example interviews with child alone interviews with parents 

and report from school”.  

 

In this particular question, there were no negative answers specifically about the 

assessment itself.  However, a number of answers used phrases such as “the 

assessment itself” or “the actual assessment” which may suggest that other 

aspects of the process were less positive experiences, however the answers did not 

expand on this.  
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Quotes to evidence this theme:  

  

 

Good staff carrying out the assessment 

Following on from the positive assessment experiences, answers also showed that 

the staff carrying out the assessment process had a big impact on the overall 

outcome.   

 

“Staff were helpful and knowledgeable”  

         “The consultant was very good and understanding”  

 

Answers mentioned staff being “helpful” and “understanding” but also 

commented on the “knowledge” and “experience” of staff.   

 

What emerged from this was the importance of having staff that know what they 

are doing and who have a demonstrable understanding of autism and the 

assessment process, but also that they are approachable and that parents feel 

they are being listened to and understood.  

There were no negative comments in this answer that were specifically related to 

staff and again the majority of comments did not make reference to a specific 

service. 
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Quotes to evidence this theme:  
 

 

 

Length of assessment time is important 

A range of answers related to assessment times.  There was clear evidence that a 

shorter timescale was seen as a more positive experience.  There was also 

discussion around lengthy waiting times which needs to be included in the 

discussion in relation to this answer.   

Common words to appear were “quickly”, “timely” and “not as long as 

expected”.  

However there was a notable difference between times for the 

actual assessment taking place, and time leading up to the 

assessment starting.  

Phrases such as “once the actual assessment started…” were 

used to indicate that perhaps the time leading up to the assessment 

(e.g. recognition and referral process) was less positive.  

 

A sub-theme of the assessment timescale was that early diagnosis was 

important to some respondents.   

 

Quotes to evidence this theme:  
 

 “Once I got someone to listen to me, we got a referral. And went    

  through the process quite quickly.” 
 

“It was quick and compassionate” 
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“Fairly quick process through CAMHS”  

“Very quick from AQ10 with GP to assessment beginning” 

“Once assessment date was given it was a quick process and 

within 2 weeks a diagnosis was given”  

 

Good communication processes and listening to parents 

Alongside staff knowledge and understanding was a theme relating to 

communication. This theme was apparent both in relation to the actual process for 

the assessment and the outcome.   

Answers such as “explained well” and “good information” showed that this was 

important.  The words “listened” and “involved” were also common in relation to 

staff listening to and working with parents, these words were used in a positive 

context indicating that listening to and involving parents is important to having a good 

experience.  

 

Quotes to evidence this theme:  

 

 

 

Other themes to arise: 
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5(C). In your experience of the referral, diagnostic and assessment process, 

what *didn’t* work well? 

Due to the nature of this question, the responses and language used was very 

negative.  This is to be expected in a question asking about things that didn’t work 

well.  It should be noted that the first two themes were extremely strong.  

Four key themes were identified, however some other, smaller themes were raised 

and these are noted at the end of this section.  

 

KEY THEMES TO ARISE:  
Length of time to receive a diagnosis 

Lack of, or no, post diagnostic support 

Having to fight for referral 

Negative experience with CAMHS 
 

Breakdown of themes:  
Length of time to receive a diagnosis  

This was the strongest theme for this answer and had a very high number of 

responses.  Words such as “too long”, “took ages”, “length of time” and “far too 

lengthy” were used to show that people felt the assessment process was too long.    

Comments mentioned “delay” and “waiting times” in a negative context.  The 

evidence for this theme would strongly suggest that the length in waiting time was a 

critical factor in people’s experiences of the assessment process. 

 

Quotes to evidence this theme:  
 

“Far too long a delay in getting a diagnosis” 

“The process took so long and there was no support during this lengthy  

 process which resulted in significant challenges for my child” 
    

“The waiting times were very long to wait for assessment” 
 

    “Time from first concerns to actual assessment was excessive”   
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Lack of, or no, post diagnostic support  

This was another strong theme with many comments to evidence.  Comments such 

as “left alone”, “no support”, “no help” highlighted the concerns people had after 

a diagnosis was received.  Comments related to “support” and “help” and negative 

terminology was used to indicate that this did not seem to happen.   

A sub theme of this was the way the diagnosis was communicated.  This 

referred to both how it was communicated to parents and also how it was 

communicated to the child.   

Words such as “no explanation”, “no support explaining to my child”.  

Comments also referred to “sensitive conversations” being held in front of the 

child, and also autism being mentioned “point blank” with no pre discussion.  

 

Quotes to evidence this theme:  
 

 

 

 

 

 

 

 

 

 

 

HAVING TO FIGHT FOR REFERRAL 

For this theme, words such as “fight”, “reluctant referral”, “eventual referral” and 

“rejected” suggested that getting referred for an assessment was not an easy 

process.  These comments were mentioned in the context of education, GP / 

healthcare and CAMHS.    

Comments mentioned the need to be “persistent” and that it was “hard work”.   
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Parents also used words related to being “listened to” when they asked for a 

referral and having to “push” for it to be recognised. The terminology and language 

used in this answer suggested that an easier referral process would have impacted 

on a more positive experience. 

 

Quotes to evidence this theme:  
“Getting someone to agree to get him the referral was hard work.  

Nursery did not recone (sic) there was any problem even though his 

speech was so poor that when he started in primary 1 the teacher 

struggled to understand him” 

“We sought a diagnosis for many years since a counsellor mentioned 

autism at age 3 but CAMHS would not assess or diagnose at that age 

and again at the age of 15 would not diagnose and we gave up for a long 

time.  We eventually approached adult services to help once he was old 

enough and they were great” 

“Having to constantly push for help & referrals” 

“Getting a referral was very difficult – trying to convince local health 

worker that there was a problem.  The doctor involved refused to tell us 

what diagnosis criteria she was using (ICD10) which made us feel 

detached from the discussion” 

“Few rejected referrals over 10 years.  Eventually seen 

when in crisis” 

 

Negative experience with CAMHS  

There were some general comments about negative experiences during the process, 

but a high proportion of comments about negative experiences specifically referred 

to CAMHS which gave evidence for this theme.   

The experiences differed and the reason for the negative comments was broad.   

Some of the common words/phrases used that relate to this theme were “mental 

health”, “support in interim” (between referral and diagnosis), and “lack of 

support after diagnosis”.   

The way the diagnosis was communicated was also mentioned in the context of this 

not being positive.  
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Quotes to evidence this theme:  
 

 

 

 

 

 

 

 

 

 

 

Other themes to arise: 
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9(B). If answering yes to the above (did you receive pre / post diagnostic 

support as a parent / carer?), please provide details of supports offered.  

It was not possible to do a true thematic analysis for this answer given the nature of 

the question.  Most answers were single or in list form.   

The five most common mentioned supports noted were: 

 Cygnet 

 East Renfrewshire Carers 

 NAS East Renfrewshire 

 Leaflets 

 Courses 

Mention was also given to support groups, other parents, and websites.  
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10(B). If answering yes to the above (did the individual receive pre / post 

diagnostic support), please provide details of supports offered.  

It was not possible to do a true thematic analysis for this answer given the nature of 

the question.  Most answers were single or in list form.  

 The five most common mentioned supports noted were: 

 The school/educational psychology/outreach 

 Carlibar 

 Speech and language therapy 

 Occupational therapy 

 CAMHS 

Mention was also given to the Scottish Centre for Autism, Inclusive Support 

and “not enough”.  
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11. How would you describe the support provided by school or college to the 

autistic person in your life?  

The answers to this question were very mixed and fell into the four broad categories 

below.  Again some strong language.  The variations in responses was interesting 

and supports the argument that experiences are very individual.   

The broad categories/themes were in relation to the perceived quality of support and 

came under Excellent/Good, Adequate, and Poor.   

For the purposes of this analysis comments on the quality of support were grouped 

under one theme and then broken down within that theme. Four key themes 

emerged from this answer. 

 

KEY THEMES TO ARISE:  
Level / quality of support 

Not enough or limited support 

Lack of knowledge and understanding 

Patchy support 

 

 

Breakdown of themes:  
Level / quality of support  

This theme was a broad theme and within it there were sub themes based on the 

perceived quality of support, which are broken down into Excellent/Good, 

Adequate and Poor. 

 

 

 

Many answers used the word “good” and, for some answers, this was the only word 

used.  When the more positive words were used, there tended to be less detail 

given.  However where detail was given words such as “understanding”, 

“knowledge”, “listened to” were common in relation to the positive experiences in 

education.   
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The answer also occasionally came with the point that in one school the support was 

excellent, but then when moving schools, it changed and was less adequate.  

Another point was that good support was sometimes dependent on the specific 

teacher.  This also ties in with the fourth theme of patchy support. 

Quotes to evidence this theme:  

   

 

 

 

The word “adequate” was used along with “good enough” to suggest that there 

was some good work but that, perhaps it could go further.  Most answers fell into 

either the excellent/good or poor category, however there were some answers which 

fell into the middle ground and so merit being mentioned. 

 

Quotes to evidence this theme: 
 

“Some support is offered but there could be more done   

to support” 

  “It was adequate at the time” 

 

 

 

Again some of the answers were very short and used one or two negatives words 

such as “poor” or “not good” without giving detail as to why.  However other 

answers gave more detail as to why the response was more negative.   
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Reasons for the answer included: 

Lack of awareness/understanding in education 

Having to fight to get supports 

Lacking due to Covid restrictions 

Lack of communication between education and parents 

Bullying 

Parents also noted the impact of poor support in schools resulting in 

breakdown of mental health, young people having to come out of 

school.   

 

Quotes to evidence this theme:  
  

 

 

 

  

 

 

Not enough or limited support  

There was enough evidence for this to be a theme of its own.  Comments such as 

“not enough”, “limited”, “minimal” or “none” were specifically related to there 

being a lack of support rather than commenting on the quality of support.  Reasons 

for this were often not explored, but when mentioned they related to things 

such as lack of resources, Covid and lack of knowledge of what was needed. 
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Quotes to evidence this theme:  

 

Lack of knowledge / understanding of autism in education  

Again there was enough evidence for this to become a specific theme.  Comments 

often appeared in relation to poor support and gave lack of knowledge or 

understanding as reasons for this.   

Some comments were in relation to specific areas in which there was a lack of 

understanding such as: 

Sensory support needs 

Mental health 

Masking 

The way autism impacts on an individual 

What supports an autistic person needs in education 

 

Quotes to evidence this theme:  
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Patchy support  

The word “patchy” was used along with “inconsistent” and “dependant on 

school” to indicate that there was not a consistent level of support across the 

different education institutions.  Comments relating to an experience being positive in 

one setting and then changing to negative when moving to a different setting (e.g. 

moving from primary to secondary, or secondary to college).  Comments also related 

to specific individuals being excellent but this not being consistent across the setting. 

Related to this comment was that some experiences were good “only” as a result of 

the “fight” of parents and the phrase “that mum”. 

 

Quotes to evidence this theme:  
 

 “Mediocre in parts and good in others.” 

 “Inconsistent and insufficient” 

       “Very good but had to fight for it” 

         “Support at primary school was very good. Support at high   

        school is quite poor” 
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12(B). If you have used the services of an independent / private practitioner, 

please state your reasons for seeking their help.  

The answers to this question were heavily focused on statutory services such as the 

NHS but this should be expected given the nature of the question. There were also 

some very positive comments noted in relation to the support they received from 

private specialists. For this question, five key themes were identified.  

 

KEY THEMES TO ARISE: 

Needs not addressed by statutory services 

Waiting times 

Lack of awareness/understanding in statutory services 

No choice/desperation 

Mental health needs 

 

 

Breakdown of themes:  
Needs not addressed  by statutory services  

Words for this answer were of a similar thread in terms of “not addressed” “not 

available”, “couldn’t get”, “rejected” and “denied”.  These words come with 

negative connotations but this was to be expected in this response due to it relating 

to why people ended up using a private service.   

Comments were related to not having access to specialist services, or not being 

given access or referral to services which parents/carers or the individual felt were 

needed.  Some of the answers were in relation to specific areas such as OCD, 

speech therapy and occupational therapy and others were in relation to needed 

more than the statutory provision in terms of number of sessions.  

 

Quotes to evidence this theme:  
 

“My son has a lot of issues related to OT that impact in his daily life and 

have not been addressed by NHS” 
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“This was vital as services were denying all and any reasonable 

adjustments” 

“Speech therapy as my son needed more sessions and the NHS did not 

allow”.  

“My son has a lot of sensory issues, poor coordination, 

balance, low core strength and those issues have not been 

addressed and identified within NHS service”.  

 

Waiting times 

The importance of timing was a strong theme throughout this answer.  Words and 

phrases such as “long waiting list”, “needing immediate help” and “too long” 

showed that the length of time people were waiting was one of the key factors in 

deciding to seek private support.  

 

Quotes to evidence this theme:  
  

 

 

 

 

 

Lack of awareness / understanding in statutory services  

This was related to the first theme in terms of not having access to services, 

however there was strong enough evidence for this to be a theme of its own.  Words 

such as “understanding”, “knowledgeable” and “clued up” were common.  

These related to having an understanding of specific needs of the young person but 

also to a broader understanding of autism and co-occurring experiences, such as 

anxiety, ADHD, sensory processing differences. 

Comments also mentioned “autistic professionals” and “neurodivergent 

practitioners” providing excellent support and understanding along with a need to 

move away from the deficit-based model of autism understanding. 
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Quotes to evidence this theme:  
 

  

 

 

 

 

 

 

 

 

No choice / desperation  

The word “desperation” was common, as was “no” or “little choice”.   

Desperation is a particularly strong word and suggests a point of crisis at which 

people need to take a different approach.  The use of these words also suggests that 

it was not the first approach that people wanted to take.   There were also comments 

relating to financial impacts and “debt” that going private had. 

 

Quotes to evidence this theme:  
“We felt we had little choice but to put ourselfs (sic) in debt to bring on-

board the services of independent and private specialists and 

practitioners as there is no appropriate equivalent provision in the 

NHS”.  

“I felt there was no other option, resources or support available”.  

“It was quick and we were desperate”          

“Desperation”  
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Mental health needs  

Words relating to “mental health issues”, “counselling” came up in the answers 

to this question which suggests there was a strong need for support with mental 

health.  Some comments were in relation to specific groups such as play therapy, 

others were in relation to finding good support from a practitioner who understands 

mental health and wellbeing in autistic people.  

 

Quotes to evidence this theme:  
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 12(C). Please provide any further information you think is relevant with 

respect to supports and services.  

The answers to this question were very powerful, open and honest.  Emotive 

language was used with a mix of positive and negative terms and phrasing.  Due to 

the nature of the question, the majority of language tended to be more negative, 

however this should perhaps be expected in this context.  People are often more 

likely to report back on negative experiences in survey feedback, rather than 

positive.  

Answers to this question covered a very broad range.  Three broad themes were 

identified for this answer but within those broad themes there were a range of 

experiences.  

Other comments that did not specifically tie into any of the themes are noted at the 

end.  

 

KEY THEMES TO ARISE: 

Lack of understanding of more complex or nuanced 

experiences e.g. those presenting differently, diagnosed later 

in life or with multiple co-occurring conditions 

Need for a clear post diagnostic pathway and signposting 

Good support experiences  

 

 

Breakdown of themes:  
Lack of understanding of autism, including more complex or nuanced 

experiences  

This was a strong theme in itself, though the content within this theme varied.  The 

phrase “lack of understanding” was common throughout this answer.   

Key topics relating to understanding included: 

Women and girls 

Masking 

Mental health issues 
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The full spectrum of autistic experience 

Older age 

Sensory differences 

PDA 

The need for understanding in relation to autistic people who don’t have more 

complex needs was also raised and was mentioned alongside reference to 

“mainstream” support.  

 

Quotes to evidence this theme:  
“I feel more training is needed for schools and all people who are 

involved with families like mine” 

“The biggest barrier Autistic individuals have within services is the lack 

of training and understanding” 

“Our daughter has PDA, albeit undiagnosed.  She ticks every single box.    

The support services MUST familiarise with this part of ASD” 

  “It is extremely urgent that the services revisit the knowledge and   

understanding of their autistic population” 

“Our authority told me “girls don’t get autism, or if they do, 

it’s extremely rare”.  

 

Need for a clear post diagnostic pathway and signposting  

Wording for this theme took a variety of approaches but with very similar meaning.  

For example words such as “left on our own”, “don’t know where to turn” and 

“find our own help” were used when discussing post diagnostic experiences.  

Respondents mentioned not being aware of where to go for support or what was 

available.  Many answers mentioned having a single point of contact or information 

with signposting and advice on what is available and mentioned words such as “who 

you know” or “just luck” relating to getting access to the right service.  

This theme also related to the person being diagnosed getting the right information 

about what the diagnosis means.  

A sub theme of this question was the need for good communication between 

services.  Answered mentioned services “talking to each other” and “joined up 

thinking”.  Words such as “navigate” were used to describe the experience of 

working with a range of services and having to negotiate who does what.   
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Overall this theme had strong evidence and the need for clear pathways and 

signposting. 

 

Quotes to evidence this theme:  
 

 

 

 

 

 

 

 

 

 

 

Good experiences of service in East Renfrewshire  

There was a range of positive language used to describe some local supports in this 

answer. Mention was also given to support and resources on a more national level in 

particular the One Stop Shop in Aberdeen1 and Scottish Women’s Autism Network 

(SWAN). 

The positive terminology was used in relation to specific services, with the most 

commonly mentioned being: 

East Renfrewshire Carers Centre 

NAS East Renfrewshire Branch 

Family Wellbeing Team and Inclusion Support Team 

 

                                                      
1 Name change of organisation in October 2021 to Autism Understanding Scotland  
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Quotes to evidence this theme:  
   

“ER NAS services have been very helpful” 

“East Renfrewshire is incredible in comparison to services in 

(another Local Authority mentioned)” 

“MART and the carers centre especially have been a constant, a rock 

to cling to” 

“NAS East Renfrewshire has been great at providing online talks for 

information” 

“The ER Carers Centre, ER SDS Forum and MART have all been 

invaluable sources of support and information”  

“The best support has undoubtedly been through ERA 

Juniors …”  

 

 

 

 

Other themes to arise: 
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13(B). Please provide further details on *whether or not* you think there is a 

need for additional help and supports for autistic people and their carers.  

It was not possible to do a true thematic analysis for this answer as many of the 

answers were “yes”, “definitely needed”.   

Some of the themes around a service like this would be needed were: 

 Current gaps and lack of support 

 Need for post diagnostic support and understanding 

 Need for support that is accessible 

 Need for signposting 

 All the support and information being in one place 

It was also noted that “autistic-led”, “autistic culture” and “learning from and 

sharing with other autistic people” was important.  Support across all ages and 

experiences was also raised as important.  

 

Below are a range of quotes that were given as answers to this question: 

“A dedicated support group, immersed in autistic culture and 

experience would shape and build a compassionate community 

experience and help raise positive identity, acceptance, awareness that 

in turn would be reliable, trustworthy, honest and offer training when 

available and information that would be of further support” 

“There is currently no supports that offer any meaningful help to the 

autistic or their carers.  It’s a very disjointed system of departments 

that do not communicate with each other, are not aware of what’s 

available and have extremely outdated information” 

“Totally a need for support for people with ASD and parents, carers, 

families.  Very poorly understood, particularly for “high functioning” 

girls with a later diagnosis.  If proper timely support was put in place it 

might help to reduce mental health impact for young people and their 

families who are struggling to cope.  It would be helpful to have a 

positive focus to help people with ASD rebuild often battered self-

esteem and understand and manage their challenges better.  Schools 

seem to have a very narrow and limited view of autism, and we’ve been 

unable to access any proper educational support which has now 

affected academically in not reaching potential and will impact further 

on life choices.  Socially a better understanding within the whole 

school population around neurodiversity would help normalise and 

reduce stigma and exclusion” 
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“Definitely, however even all over the spectrum, loneliness doesn’t just 

affect those who are elderly, autistic children, carers, parents we are all 

suffering from this” 

“As a family we have found the lack of support very difficult.  We have 

very much had to find our own way, and make our own connections.  

Post diagnosis, you are trying to work out what being Autistic means.  

Not only that, but being able to connect with other parents and carers 

who understand is important.  Peer support is a very powerful thing 

and that’s what’s kept me going” 

“Absolutely 100% yes for both Autistic people and their carers.  There 

is a big gap in provision” 

“We definitely need more support and to have all the services at one 

place would make life so much easier.  To be honest much (sic) parents 

of an autistic person are neurodiverse too so it can be hard to process 

all this information and if you are unsure of what to do to you can stop 

asking for support very quickly.  They also might struggle to be 

forceful to fight for support even when it should be given to them 

rather than using your child as a budget concern” 

“I think this is vital and this needs to take into account of the fact that 

many carers of autistic children work during the day and cannot get 

time off to attend events so there needs to be services that can be 

accessed at night.  Although parents of autistic children may be 

entitled to time off to attend events during the day in reality this does 

not happen and so they are unable to access the limited services that 

are provided” 

“To receive a diagnosis, out of the blue, when your child is 14 is 

incredibly difficult.  Support and advice at this stage is 

desperately needed.  Many, many families would not have 

had the resources or strength to fight for help the way we 

did, and what we fought hard for still was unsatisfactory” 
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14. Is there anything else you’d like to share with us about your experience of 

caring for, and supporting an autistic person?  

The answers to this question used very emotive language overall.  The words used 

were powerful and were very open and honest.  There were a range of topics 

discussed in relation to this questions.  Six key themes were identified, however 

there were other comments that did not specifically tie into any of the themes which 

are noted at the end.  

 

KEY THEMES TO ARISE: 

The impact on the wellbeing of parents 

Parents reporting a negative experience 

Peer support being crucial 

Having to fight 

Lack of awareness 

Love  

 

Breakdown of themes:  
The impact of wellbeing on parents and carers 

This was the strongest theme for this answer.  The words used were very emotive 

and powerful.  The majority of language had negative connotations and was related 

broadly to mental wellbeing of parents and carers.  The type of wording used was 

significant in its use of emotion.    
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Examples of the type of language used are: 

                    

 

 

 

 

 

 

 

 

Parents also reported feeling worry and stress and the fact that this can impact on all 

aspects of life including relationships, work and finances.  The stress and worry was 

in relating to getting the proper services, being listened to, getting help, being 

understood and knowing who to turn to.  

A sub theme of this was loneliness and isolation, many answers used these kind 

of words to describe their experience.  These types of words tended to coincide with 

some of the negative words used above. “It is very stressful and isolating” 

Whilst this theme did have negative results and difficult language, it must be noted 

that along with this came some very positively emotive language relating to the 

feelings towards the autistic individual.   

This has become a theme in itself which is discussed below.  

 

 

Quotes to evidence this theme:  
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Parents reporting a negative experience 

There was strong enough evidence for this to become a specific theme rather than 

just a sub theme of the previous one.  Phrases such as “treated badly”, “bullied”, 

“not listened to” and “not being believed” were used to show this.  There was a 

strong indication that parents felt that their opinions were not listened to but also that 

they were not respected, not “validated” and “belittled”.   

A sub theme of this was “self-doubt”, parents reported questioning 

themselves and having doubts about decisions they were making and how 

others were perceiving them.   

 

Quotes to evidence this theme:  
 

 “I was put through hell and accused of attention seeking” 

“Sometimes feel I’m maybe not making the right decision” 

“We are not validated in our caring role and are made to 

feel lazy”  

 

Peer support is crucial 

Parents reported that these forms of support were very useful.  There was no further 

detail given with answers as to what kind of peer support was helpful but words used 

included “groups” which suggested pre-arranged support groups and also “talking 

to others” which suggested general conversations around this topic.  There were no 

negative comments in relation to peer support. 

 

Quotes to evidence this theme:  

  



39 | P a g e  

 

Having to fight for services 

“Fight” and “battle” were commonly occurring words in this answer.  Again this 

type of language is strong and emotive. Tied into this was “having to do it myself”, 

“having to find out myself” and other phrases which related to parents having to 

look for information themselves and not being given clear information about where to 

access support.  

Other comments used words such as “very much left to our own devices” which 

suggested a feeling of having to get on with things yourself. This was also reflected 

in having to “find our own support”.    

Tied into this theme was not knowing where to go for support and not being given 

clear information, along with there not being “consistency of services” or 

“streamlining”.    

One comment noted that caring for their autistic child was “one thing, performing, 

explaining yourself, justifying and fighting is another…” 

 

Quotes to evidence this theme:  
   

 

 

 

 

Lack of awareness / understanding 

This theme was quite broad in terms of the need for understanding of autism across 

education, CAMHS, general public and services.  In terms of education comments 

related to a need for training in early years educational settings, need for greater 

awareness amongst teaching staff, and a specific common theme was the need to 

understanding the “sensory”, “emotional” and “regulatory” needs of autistic 

people.  Other terms used were “lack of knowledge”, “lack of experience”.   Also 

relating to this theme was the need to move away from the “deficit model” and 

“out of date knowledge” and that there should be more focus on “embracing 

autistic identity” and “neurodiversity”.  
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Comments also touched on other people’s perception of autism and in the way 

autistic people are seen by others.  This included the recognition that 

“masking…perceived to be a difficult behaviour, is actually anxiety”. 

 

Quotes to evidence this theme:  
 

“I wish I could explain to other mums and dad that my son’s behaviour is 

autistic, not bad” 

“I think there needs to be more education for teachers to they can 

understand the complex issues” 

“More training in early years to recognise atypical 

autism is very much needed!”  

 

Love 

Throughout this answer there was a strong theme of love for the autistic individuals.  

The word “love” was common along with the word “rewarding”.   Parents also made 

lots of positive comments about their young people such as “loving”, “funny”, 

“wonderful”, “bright”, “empathetic”.   Many of the more negative comments in 

relation to experiences and support were followed by very positive words about the 

individuals.   

 

 “At the core is an individual person to be loved”  

 “My autistic child is a credit to me, she is worth all the sacrifices we 

make for her daily” 

“I love my son, he is loving, kind and wickedly 

funny…” 
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Other themes to arise: 
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Detailed individual examples 

The following section follows four individuals through all their answers.  This section 

indicates that there are various factors impacting on whether people had a positive 

or negative experience.  For example age at diagnosis, gender, race.  The answers 

are anonymised and split into four examples. 

 

Example one:    

White male, diagnosed under 5 

Age of autistic person: Under 18 

Age at diagnosis:  Under 5 

Gender of autistic person: male 

Ethnicity: White 

Diagnosis: Through NHS 

Co-occurring conditions: More than 3 (specific conditions omitted to protect 

anonymity) 

 

QUOTES TO EVIDENCE EXPERIENCE: 

“Southbank were a godsend” 

“Having to constantly push for help & referrals” 

“Inclusion is all well and good but its (sic) so underfunded and also   

think teachers need further education” 

“There is a huge lack of support especially as the kids get 

older(teenage) & need to better understand how to process their 

feelings, meltdown, lashing out, violent behaviour and 

how to manage that in the real world in order to live a 

more independent life”  
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Example two:   

White female, diagnosed 12-14 

Age of autistic person: 18 plus 

Age at diagnosis:  12-14 

Gender of autistic person: Female 

Ethnicity: White 

Diagnosis: Through the NHS 

Co-occurring conditions: Mental Health issues and sensory processing  

 

QUOTES TO EVIDENCE EXPERIENCE: 

 “Fairly quick process through CAMHS” 

“Zero support for my daughter from CAMHS once diagnosed. She was 

initially there with OCD. Once diagnosed with autism she fell apart as 

she had no understanding of it. Nothing explained what was happening 

to her. She ended up being hospitalised twice for 4 & 5 months for 

extreme weight loss, depression & anxiety” 

“Attended groups through ERCarers ie. Cygnet” 

“While in hospital received some support though several nurses didn’t 

understand or even believe my daughter because she was inconsistent 

with some of her reactions. She was being treated for reactive eating 

disorder which is caused by sensory issues ie. texture of food” 

“School supportive though my daughter missed several years of high 

school. They still kept in touch & attended meetings. They ran a support 

group for the children” 

“I wonder if it’s a generation thing as I have found that a lot of 

grandparents struggle to admit autism is a real thing & that it’s just a 

faze. The child is disciplined more” 

“CAMHS should follow through with support after diagnosis especially 

when it can take some time to be able to get further support from 

another agency as it can be a shocking revelation for youngsters as 

they struggle to process it.” 
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“Carer’s Centre keep us in the loop with regular updates of useful info. I 

found throughout caring for daughter school, GPs supportive, but most of 

practice nurses don’t have the patience & probably no experience of dealing 

with autistic children. Find it can change day to day what support 

is needed. Can be overwhelming for both of us as everything has 

to be taken into account”  

 

Example three:   

White Non-binary, diagnosed 12-14 

Age of autistic person: Under 18 

Age at diagnosis:  12-14 

Gender of autistic person: Non-binary 

Ethnicity: White 

Diagnosis: Through NHS 

Co-occurring conditions: More than three (specific conditions omitted to protect 

anonymity) 

 

QUOTES TO EVIDENCE EXPERIENCE: 

“The referral process was straight forward and was accepted. The 

assessment process was equally straightforward though lengthy.” 

“The process took so long and there was no support during this 

lengthy process which resulted in significant challenges for my child. 

The time between assessment and a parental feedback was overly 

long.” 

“I’m a parent of 3 children diagnosed autistic, when my oldest was 

diagnosed I was offered the cygnet course.” 

“Refused to accommodate. Currently been out of school since 2017 At 

the Autistic feedback meeting I discussed with the head of service 

about schooling. I was told that the only placement I should consider 

was *redacted*. This was relayed to educational psychologist who 

ultimately denied this provision. School told me that they would find it 

difficult to support my child due to being situationally mute and at the 
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time they were *redacted for confidentiality*. The sensory challenges 

with uniform could also not be accommodated, nor could a personal 

support assistant. Ultimately what the school told me at meeting was 

vastly different to what the education department were saying was 

possible.” 

“We used a private autistic specialist clinical psychologist. This was 

vital as services were denying all and any reasonable adjustments and 

my child was constantly blamed for refusing to talk despite being 

situationally mute. This private specialist worked closely with our 

family and my child. They ultimately found that services had denied all 

further exploration into other co-occurring conditions of which she 

further identified another 4 areas of concern that they felt was vital to 

meeting the needs of my child. It was reported and discussed that the 

human and equality rights of my child were not only being denied, that 

all attempts by ourselves to support and communicate the needs of 

our child were being dismissed and that biases over my formal speech 

pattern and having multiple children diagnosed with autism had 

become a contentious issue. From this point, after the report was 

issued and the multi disciplinary meeting held, all recommended steps 

agreed at meeting, were withdrawn by service within weeks. Services 

have since abandoned my child.” 

“The biggest barrier Autistic individuals have within services is the 

lack of training and understanding. Children being unable to engage 

due to failure in providing reasonable adjustments are being used as 

evidenced reasons for decisions to withdraw support. Ultimately 

blaming the Autistic person for their own poor outcomes, regardless 

of age.” 

“It’s vital to provide supports for those diagnosed autistic and the 

families who care for them. It can be an incredibly isolating and fearful 

time, the constant medicalised model and deficit language creates a 

confusion for family and a significant challenge for the autistic person. 

As a parent your (sic) fed a very negative view of what your child will 

accomplish, without finding our community to nurture, support and 

help identify opportunities. We are left at the mercy of services who 

are not autistically trained and offer little to no meaningful input.” 

“Throughout my child’s time with services, there has been many 

significantly harmful times that have resulted in multiple trauma 

experiences. They have been denied respect, been continually 

dismissed as ‘refusing to engage’ they were mocked in service for not 

talking and generally invalidated. It’s lead to serious trauma and 

trauma response, agoraphobia and struggling to trust anyone. For a 
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young autistic person to live in constant fear due to actions taken by 

services is deplorable and has at times felt like a case the 

court should hear.”  

 

 

Example four: 

Asian, Asian Scottish, Asian British, male, diagnosed 5-8 

Age of autistic person: Under 18 

Age at diagnosis:  5-8 

Gender of autistic person: Male 

Ethnicity: Asian, Asian Scottish or Asian British 

Diagnosis: Through the NHS 

Co-occurring conditions: Sensory processing 

 

QUOTES TO EVIDENCE EXPERIENCE: 

 “The understanding and support of the Autism diagnosis team” 

“The lack of support and understanding from the school 

headteacher” 

“They could provide play therapy support for mental health 

concerns” 

“Important to me have confidence to find services especially when 

school tries to make you question yourself” 

“It's been difficult as my child is a Pakistani Muslim and there is not 

much understanding and aware from faith and culture background 

and lack of understanding of intersectional needs at 

school”  
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DISCUSSION 

The thematic analysis shows clearly that every experience is different.  Whilst there 

were some strong themes and consistent responses, there was also a broad range 

of answers.  This, in itself, is interesting as it would suggest that positive outcomes 

are dependent on a range of factors rather than a clear pathway to a positive 

outcome for all.  This is seen across the range of answers and in relation to both 

children’s and adults’ experiences, but is also demonstrable in terms of individual 

services and supports.  

Language used was emotive and powerful and highlights the authenticity, openness 

and, at times rawness of the experiences that people shared.   This is an indication 

of the huge impact on people’s lives and wellbeing and should not be taken lightly. 

It should also be noted that the answers and results are reflective of the 

demographic reach of the survey.  For example the majority of responses were in 

relation to white males, diagnosed as children.  The experiences of this group of 

people are likely to be different to other demographic groups e.g. females, non-

binary people, trans people, people of colour, people diagnosed later in life.   

The majority of respondents to this survey were parents and carers as that was the 

intended target group.  It would be useful for the same or very similar questions to be 

put to autistic adults.  It would also be helpful to target a broader demographical 

range including people from different ethnic backgrounds. 

The 10 recommendations made are based on the analysis of the statistical 

information and the thematic analysis of the free text answers. 

 

RECOMMENDATIONS 

These recommendations are based on the findings of the analysis.   

1. To carry out a similar survey for autistic adults, to be co-produced with autistic 

individuals 

2. To have a lifespan autism strategy that covers children’s and adults’ services 

that is co-produced with autistic people 

3. For services, training and supports to adopt an attributes based approach to 

autism and for autistic people to lead in the education of this 

4. For a specific autism resource/information hub to be developed locally 

5. To engage with other communities and cultural identity groups 
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6. For a clear referral, pre-diagnostic, diagnostic and post-diagnostic pathway to be 

developed across children’s and adults’ services that covers the range of autistic 

experiences and levels of support needs 

7. For peer support groups for parents and carers to be developed and supported  

locally 

8. For peer support groups for autistic people to be developed and facilitated by   

autistic people and supported locally 

9.   For all staff in education to have received autism understanding training 

10. For local autism planning to give specific focus to mental health and autism and 

services to respond appropriately to this 

 

Autism Network Scotland recommends that any work done in relation to any local 

autism planning is co-produced with the autistic community. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



49 | P a g e  

 

APPENDIX  

1 SIMPLE QUERIES p50 

1.1 Relationship to the Autistic person p50 

1.2 Gender of the Autistic person p51 

1.3 Current age of the Autistic person p51 

1.4 Ethnicity of the Autistic person p52 

1.5 Has the Autistic person been formally diagnosed p52 

1.6 Age at diagnosis p53 

1.7 If the Autistic person has NOT been formally diagnosed, is it something you are keen 

to pursue? p53 

1.8 Did the *carer* receive any pre or post diagnostic autism specific support from the 

NHS or the local council/authority? p54 

1.9 Did the *Autistic person* receive any pre or post diagnostic autism specific support 

from the NHS or the local authority? p54 

1.10 Is there a need for an information and support service specific for Autistic people 

(and their carers) in East Renfrewshire? p54 

2 CROSS ANALYSIS p55 

2.1 Gender p55 

2.1.1 Has the Autistic person been formally diagnosed grouped by gender p55-56 

2.1.2 Age at diagnosis grouped by gender p56-57 

2.1.3 The age of the Autistic person grouped by gender p57 

2.1.4 Is there a need for an information and support service specific for Autistic 

people (and their carers) in East Renfrewshire grouped by gender? p58 

2.2 Current age p58 

2.2.1 Did the *carer* receive any pre or post diagnostic autism specific support from 

the NHS or the local council/authority grouped by current age? p59 

2.2.2 Did the *Autistic person* receive any pre or post diagnostic autism specific 

support from the NHS or the local authority grouped by current age? p59-60 

2.2.3 Is there a need for an information and support service specific for Autistic 

people (and their carers) in East Renfrewshire grouped by current age? p60 

2.2.4 What supports and services have been used to help and support the Autistic 

person or to support the carer grouped by current age p61 

2.2.5 What other diagnoses / raised considerations does the Autistic person have 

grouped by current age p61 
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2.3 Age at diagnosis p62 

2.3.1 Did the *carer* receive any pre or post diagnostic autism specific support from 

the NHS or the local council/authority grouped by age at diagnosis? p62 

2.3.2 Did the *Autistic person* receive any pre or post diagnostic autism specific 

support from the NHS or the local authority grouped by age at diagnosis? p63 

2.4 Ethnicity p64 

2.4.1 Age of the Autistic person at diagnosis grouped by ethnicity p64-65 

2.4.2 Did the *carer* receive any pre or post diagnostic autism specific support from 

the NHS or the local council/authority grouped by ethnicity? p65-66 

2.4.3 Did the *Autistic person* receive any pre or post diagnostic autism specific 

support from the NHS or the local authority grouped by ethnicity? p66-67 

2.4.4 Is there a need for an information and support service specific for Autistic 

people (and their carers) in East Renfrewshire  grouped by ethnicity? P67-68 

 

 

 

1 SIMPLE QUERIES 

1.1 RELATIONSHIP TO THE AUTISTIC PERSON  

 

ROLE Number % 

Parent 121 63.68% 

Parent-carer 61 32.11% 

I am also Autistic myself 1 0.53% 

I’m autistic and a parent 1 0.53% 

Grandparent 2 1.05% 

Niece 1 0.53% 

I am Autistic..but also Autistic 

parent 

1 0.53% 

Auntie 1 0.53% 

It is myself I am an autistic adult 

whom cares for himself 

1 0.53% 

Total 190  
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1.2 GENDER OF THE AUTISTIC PERSON 

 

GENDER Number % 

Female 56 29.47% 

Male 120 63.16% 

Trans Male 3 1.58% 

there are 3 autistic 

females and 4 

autistic males of 

varying ages 

1 0.53% 

boy and girl. One 

under 18 and one 

over but this form 

doesn’t let me say 

that 

1 0.53% 

Non binary 4 2.11% 

Prefer not to say 3 1.58% 

Trans Female 1 0.53% 

There are 7 of us 1 0.53% 

Total 190  

 

1.3 CURRENT AGE OF THE AUTISTIC PERSON 

 

CURRENT AGE Number % 

Under 18 152 80.00% 

18 plus 38 20.00% 

Total 190  
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1.4 ETHNICITY OF THE AUTISTIC PERSON 

 

ETHNICITY Number % 

White 164 86.32% 

Mixed or 

multiple 

ethnic groups 

5 2.63% 

Prefer not to 

say 

4 2.11% 

Bangladeshi 

origin, 

Singaporean. 

1 0.53% 

Asian, Asian 

Scottish or 

Asian British 

14 7.37% 

Irish 1 0.53% 

Mexican 1 0.53% 

Total 190  

 

1.5 HAS THE AUTISTIC PERSON BEEN FORMALLY DIAGNOSED 

 

DIAGNOSIS Number % 

Currently on the 

waiting list 

6 3.16% 

Yes through the 

NHS 

163 85.79% 

No 8 4.21% 

Yes through a 

private assessment 

6 3.16% 

Currently 

undergoing an 

assessment through 

the NHS 

6 3.16% 

Currently 

undergoing a 

private assessment 

1 0.53% 

Total 190  
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1.6 AGE AT DIAGNOSIS 

 

AGE AT 

DIAGNOSIS 

Number % 

Under 5 55 31.98% 

Age 5 - 8 48 27.91% 

Age 9-11 45 26.16% 

Age 12-14 13 7.56% 

Age 15-17 5 2.91% 

Age 18-25 6 3.49% 

Total 172  

 

1.7 IF THE AUTISTIC PERSON HAS NOT BEEN FORMALLY DIAGNOSED, IS IT 

SOMETHING YOU ARE KEEN TO PURSUE? 

 

IF NOT DIAGNOSED, KEEN TO 

PURSUE 

Number % 

Maybe 2 1.27% 

No 2 1.27% 

Not applicable 134 84.81% 

Yes 20 12.66% 

Total 158  

 

1.8 DID THE *CARER* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM SPECIFIC 

SUPPORT FROM THE NHS OR THE LOCAL COUNCIL/AUTHORITY? 

 

CARER RECEIVED PRE/POST 

DIAGNOSTIC SUPPORT? 

Number % 

No 102 53.68% 

Not applicable 8 4.21% 

Yes  80 42.11% 

Total 190  
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1.9 DID THE *AUTISTIC PERSON* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM 

SPECIFIC SUPPORT FROM THE NHS OR THE LOCAL AUTHORITY? 

 

INDIVIDUAL RECEIVED 

PRE/POST DIAGNOSTIC 

SUPPORT? 

Number % 

No 136 71.58% 

Not applicable 12 6.32% 

Yes  42 22.11% 

Total 190  

 

1.10 IS THERE A NEED FOR AN INFORMATION AND SUPPORT SERVICE SPECIFIC FOR 

AUTISTIC PEOPLE (AND THEIR CARERS) IN EAST RENFREWSHIRE? 

 

DEDICATED 

SERVICE 

Number % 

No 13 6.84% 

Yes 177 93.16% 

Total 190  
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2 CROSS ANALYSIS  

2.1 GENDER 

 

GENDERS Female 

 Male 

 Trans Male 

 there are 3 autistic females 

and 4 autistic males of varying 

ages 

 boy and girl. One under 18 

and one over but this form 

doesn’t let me say that 

 Non binary 

 Prefer not to say 

 Trans Female 

 There are 7 of us 

 

2.1.1 HAS THE AUTISTIC PERSON BEEN FORMALLY DIAGNOSED GROUPED BY GENDER 

 

DIAGNOSED         

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer 

not to 

say 

Other Total 

Currently on the waiting 

list 

3 1 0 1 1 0 0 6 

Yes through the NHS 45 108 1 1 3 2 3 163 

No 1 6 0 0 0 1 0 8 

Yes through a private 

assessment 

2 3 0 1 0 0 0 6 

Currently undergoing 

an assessment through 

the NHS 

4 2 0 0 0 0 0 6 

Currently undergoing a 

private assessment 

1 0 0 0 0 0 0 1 

Total 56 120 1 3 4 3 3 190 
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DIAGNOSED         

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer 

not to 

say 

Other Total 

Currently on the 

waiting list 

5.36% 0.83% 0.00% 33.33% 25.00% 0.00% 0.00% 3.16% 

Yes through the 

NHS 

80.36% 90.00% 100.00% 33.33% 75.00% 66.67% 100.00% 85.79% 

No 1.79% 5.00% 0.00% 0.00% 0.00% 33.33% 0.00% 4.21% 

Yes through a 

private assessment 

3.57% 2.50% 0.00% 33.33% 0.00% 0.00% 0.00% 3.16% 

Currently 

undergoing an 

assessment 

through the NHS 

7.14% 1.67% 0.00% 0.00% 0.00% 0.00% 0.00% 3.16% 

Currently 

undergoing a 

private assessment 

1.79% 0.00% 0.00% 0.00% 0.00% 0.00% 0.00% 0.53% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

2.1.2 AGE AT DIAGNOSIS GROUPED BY GENDER 

 

AGE AT DIAGNOSIS         

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer 

not to 

say 

Other Total 

Under 5 13 40 0 0 0 2 0 55 

Age 5 - 8 10 38 0 0 0 0 0 48 

Age 9-11 14 25 1 2 1 0 2 45 

Age 12-14 7 5 0 0 1 0 0 13 

Age 15-17 4 1 0 0 0 0 0 5 

Age 18-25 0 5 0 0 1 0 0 6 

Total 48 114 1 2 3 2 2 172 
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AGE AT 

DIAGNOSIS 

        

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer not 

to say 

Other Total 

Under 5 27.08% 35.09% 0.00% 0.00% 0.00% 100.00% 0.00% 31.98% 

Age 5 - 8 20.83% 33.33% 0.00% 0.00% 0.00% 0.00% 0.00% 27.91% 

Age 9-11 29.17% 21.93% 100.00% 100.00% 33.33% 0.00% 100.00% 26.16% 

Age 12-14 14.58% 4.39% 0.00% 0.00% 33.33% 0.00% 0.00% 7.56% 

Age 15-17 8.33% 0.88% 0.00% 0.00% 0.00% 0.00% 0.00% 2.91% 

Age 18-25 0.00% 4.39% 0.00% 0.00% 33.33% 0.00% 0.00% 3.49% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

2.1.3 THE AGE OF THE AUTISTIC PERSON GROUPED BY GENDER 

 

CURRENT AGE         

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer 

not to 

say 

Other Total 

Under 18 45 96 1 2 3 3 2 152 

18 plus 11 24 0 1 1 0 1 38 

Total 56 120 1 3 4 3 3 190 

 

CURRENT AGE         

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer not 

to say 

Other Total 

Under 18 80.36% 80.00% 100.00% 66.67% 75.00% 100.00% 66.67% 80.00% 

18 plus 19.64% 20.00% 0.00% 33.33% 25.00% 0.00% 33.33% 20.00% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 
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2.1.4 IS THERE A NEED FOR AN INFORMATION AND SUPPORT SERVICE SPECIFIC FOR 

AUTISTIC PEOPLE (AND THEIR CARERS) IN EAST RENFREWSHIRE GROUPED BY 

GENDER? 

 

DEDICATED 

SERVICE 

        

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer 

not to 

say 

Other Total 

Yes 53 112 1 3 4 2 2 177 

No 3 8 0 0 0 1 0 12 

Total 56 120 1 3 4 3 2 189 

 

DEDICATED 

SERVICE 

        

 Female Male Trans 

Female 

Trans 

Male 

Non 

binary 

Prefer not 

to say 

Other Total 

Yes 94.64% 93.33% 100.00% 100.00% 100.00% 66.67% 100.00% 93.65% 

No 5.36% 6.67% 0.00% 0.00% 0.00% 33.33% 0.00% 6.35% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

2.2 CURRENT AGE 

 

 

 

 

 

 

 

 

 

 

CURRENT AGE Under 18 

 18 plus 
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2.2.1 DID THE *CARER* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM SPECIFIC 

SUPPORT FROM THE NHS OR THE LOCAL COUNCIL/AUTHORITY GROUPED BY CURRENT 

AGE? 

 

CARER RECEIVED PRE/POST 

DIAGNOSTIC SUPPORT? 

   

 Under 18 18 plus Total 

No 76 26 102 

Yes  71 9 80 

Not applicable 5 3 8 

Total 152 38 190 

 

CARER RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

   

 Under 18 18 plus Total 

No 50.00% 68.42% 53.68% 

Yes  46.71% 23.68% 42.11% 

Not applicable 3.29% 7.89% 4.21% 

Total 100.00% 100.00% 100.00% 

 

2.2.2 DID THE *AUTISTIC PERSON* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM 

SPECIFIC SUPPORT FROM THE NHS OR THE LOCAL AUTHORITY GROUPED BY CURRENT 

AGE? 

 

INDIVIDUAL RECEIVED PRE/POST 

DIAGNOSTIC SUPPORT? 

   

 Under 18 18 plus Total 

Not applicable 8 4 12 

No 110 26 136 

Yes  34 8 42 

Total 152 38 190 
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INDIVIDUAL RECEIVED PRE/POST 

DIAGNOSTIC SUPPORT? 

   

 Under 18 18 plus Total 

Not applicable 5.26% 10.53% 6.32% 

No 72.37% 68.42% 71.58% 

Yes  22.37% 21.05% 22.11% 

Total 100.00% 100.00% 100.00% 

 

 

2.2.3 IS THERE A NEED FOR AN INFORMATION AND SUPPORT SERVICE SPECIFIC FOR 

AUTISTIC PEOPLE (AND THEIR CARERS) IN EAST RENFREWSHIRE GROUPED BY 

CURRENT AGE? 

 

DEDICATED SERVICE    

 Under 18 18 plus Total 

Yes 142 35 177 

No 10 3 13 

Total 152 38 190 

 

DEDICATED SERVICE    

 Under 18 18 plus Total 

Yes 93.42% 92.11% 93.16% 

No 6.58% 7.89% 6.84% 

Total 100.00% 100.00% 100.00% 
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2.2.4 WHAT SUPPORTS AND SERVICES HAVE BEEN USED TO HELP AND SUPPORT THE 

AUTISTIC PERSON OR TO SUPPORT THE CARER GROUPED BY CURRENT AGE 

NB: NO FREE TEXT ANSWERS HAVE BEEN USED IN THIS BREAKDOWN 

SUPPORT     

 Under 18 18 plus TOTAL % of total 

responses 

Family 81 20 101 53.16% 

Carers' Centre 80 22 102 53.68% 

Community Groups 49 12 61 32.11% 

Local or National Organisations 62 14 76 40.00% 

Online Supports 56 10 66 34.74% 

Health and Social Care 

Services 

42 11 53 27.89% 

Independent / Private 

specialist practitioner 

35 7 42 22.11% 

 

2.2.5 WHAT OTHER DIAGNOSES / RAISED CONSIDERATIONS DOES THE AUTISTIC 

PERSON HAVE GROUPED BY CURRENT AGE 

NB: NO FREE TEXT ANSWERS HAVE BEEN USED IN THIS BREAKDOWN 

CO-OCCURRING CONDITIONS     

 Under 18 18 plus TOTAL % of total 

responses 

ADHD 31 14 45 23.68% 

Mental health concerns 46 21 67 35.26% 

Sensory processing differences 80 21 101 53.16% 

Learning disability 43 17 60 31.58% 

Ehlers Danlos / Hypermobility 15 6 21 11.05% 

Prefer not to say 6 0 6 3.16% 
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2.3 AGE AT DIAGNOSIS 

 

AGE AT DIAGNOSIS Under 5 

 Age 5 - 8 

 Age 9-11 

 Age 12-14 

 Age 15-17 

 Age 18-25 

 

2.3.1 DID THE *CARER* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM SPECIFIC 

SUPPORT FROM THE NHS OR THE LOCAL COUNCIL/AUTHORITY GROUPED BY AGE AT 

DIAGNOSIS? 

 

CARER RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 Under 5 Age 5 - 8 Age 9-11 Age 12-14 Age 15-17 Age 18-25 Total 

No 27 19 28 9 3 5 91 

Yes  25 28 17 4 2 0 76 

Not applicable 3 1 0 0 0 1 5 

Total 55 48 45 13 5 6 172 

 

CARER RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 Under 5 Age 5 - 8 Age 9-11 Age 12-14 Age 15-17 Age 18-25 Total 

No 49.09% 39.58% 62.22% 69.23% 60.00% 83.33% 52.91% 

Yes  45.45% 58.33% 37.78% 30.77% 40.00% 0.00% 44.19% 

Not applicable 5.45% 2.08% 0.00% 0.00% 0.00% 16.67% 2.91% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 
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2.3.2 DID THE *AUTISTIC PERSON* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM 

SPECIFIC SUPPORT FROM THE NHS OR THE LOCAL AUTHORITY GROUPED BY AGE AT 

DIAGNOSIS? 

 

INDIVIDUAL 

RECEIVED PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 Under 5 Age 5 - 8 Age 9-11 Age 12-14 Age 15-17 Age 18-25 Total 

Not applicable 2 2 0 0 0 1 5 

No 41 30 38 10 5 2 126 

Yes  12 16 7 3 0 3 41 

Total 55 48 45 13 5 6 172 

 

INDIVIDUAL 

RECEIVED PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 Under 5 Age 5 - 8 Age 9-11 Age 12-14 Age 15-17 Age 18-25 Total 

Not applicable 3.64% 4.17% 0.00% 0.00% 0.00% 16.67% 2.91% 

No 74.55% 62.50% 84.44% 76.92% 100.00% 33.33% 73.26% 

Yes  21.82% 33.33% 15.56% 23.08% 0.00% 50.00% 23.84% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 
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2.4 ETHNICITY 

 

ETHNICITY White 

 Mixed or multiple ethnic groups 

 Prefer not to say 

 Bangladeshi origin, Singaporean 

 Asian, Asian Scottish or Asian British 

 Irish 

 Mexican 

 

 

2.4.1 AGE OF THE AUTISTIC PERSON AT DIAGNOSIS GROUPED BY ETHNICITY 

 

AGE AT DIAGNOSIS        

 White Asian, 

Asian 

Scottish 

or Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer 

not to 

say 

Total 

Under 5 41 11 1 0 2 0 55 

Age 5 - 8 42 3 0 3 0 0 48 

Age 9-11 43 0 0 0 0 2 45 

Age 12-14 12 0 0 0 0 1 13 

Age 15-17 5 0 0 0 0 0 5 

Age 18-25 6 0 0 0 0 0 6 

Total 149 14 1 3 2 3 172 
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AGE AT 

DIAGNOSIS 

       

 White Asian, 

Asian 

Scottish or 

Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer not 

to say 

Total 

Under 5 27.52% 78.57% 100.00% 0.00% 100.00% 0.00% 31.98% 

Age 5 - 8 28.19% 21.43% 0.00% 100.00% 0.00% 0.00% 27.91% 

Age 9-11 28.86% 0.00% 0.00% 0.00% 0.00% 66.67% 26.16% 

Age 12-14 8.05% 0.00% 0.00% 0.00% 0.00% 33.33% 7.56% 

Age 15-17 3.36% 0.00% 0.00% 0.00% 0.00% 0.00% 2.91% 

Age 18-25 4.03% 0.00% 0.00% 0.00% 0.00% 0.00% 3.49% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

 

2.4.2 DID THE *CARER* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM SPECIFIC 

SUPPORT FROM THE NHS OR THE LOCAL COUNCIL/AUTHORITY GROUPED BY 

ETHNICITY? 

 

CARER RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 White Asian, 

Asian 

Scottish 

or Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer 

not to 

say 

Total 

No 91 3 1 4 1 2 102 

Yes  69 8 0 1 1 1 80 

Not applicable 4 3 0 0 0 1 8 

Total 164 14 1 5 2 4 190 
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CARER RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 White Asian, 

Asian 

Scottish 

or 

Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer not 

to say 

Total 

No 55.49% 21.43% 100.00% 80.00% 50.00% 50.00% 53.68% 

Yes  42.07% 57.14% 0.00% 20.00% 50.00% 25.00% 42.11% 

Not applicable 2.44% 21.43% 0.00% 0.00% 0.00% 25.00% 4.21% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

 

2.4.3 DID THE *AUTISTIC PERSON* RECEIVE ANY PRE OR POST DIAGNOSTIC AUTISM 

SPECIFIC SUPPORT FROM THE NHS OR THE LOCAL AUTHORITY GROUPED BY 

ETHNICITY? 

 

INDIVIDUAL 

RECEIVED PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 White Asian, 

Asian 

Scottish 

or Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer 

not to 

say 

Total 

Not applicable 8 2 0 1 0 1 12 

No 119 10 1 3 1 2 136 

Yes  37 2 0 1 1 1 42 

Total 164 14 1 5 2 4 190 
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INDIVIDUAL 

RECEIVED 

PRE/POST 

DIAGNOSTIC 

SUPPORT? 

       

 White Asian, 

Asian 

Scottish or 

Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer not 

to say 

Total 

Not 

applicable 

4.88% 14.29% 0.00% 20.00% 0.00% 25.00% 6.32% 

No 72.56% 71.43% 100.00% 60.00% 50.00% 50.00% 71.58% 

Yes  22.56% 14.29% 0.00% 20.00% 50.00% 25.00% 22.11% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

2.4.4 IS THERE A NEED FOR AN INFORMATION AND SUPPORT SERVICE SPECIFIC FOR 

AUTISTIC PEOPLE (AND THEIR CARERS) IN EAST RENFREWSHIRE GROUPED BY 

ETHNICITY? 

 

DEDICATED 

SERVICE 

       

 White Asian, 

Asian 

Scottish or 

Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer not 

to say 

Total 

Yes 157 12 1 3 2 2 177 

No 7 2 0 2 0 2 13 

Total 164 14 1 5 2 4 190 
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DEDICATED 

SERVICE 

       

 White Asian, 

Asian 

Scottish or 

Asian 

British 

Bangladeshi 

origin, 

Singaporean 

Mixed or 

multiple 

ethnic 

groups 

Other Prefer not 

to say 

Total 

Yes 95.73% 85.71% 100.00% 60.00% 100.00% 50.00% 93.16% 

No 4.27% 14.29% 0.00% 40.00% 0.00% 50.00% 6.84% 

Total 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 100.00% 

 

 

 

 

 


