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Changes to special educational needs and disability (SEND) legislation in England were imple-
mented in 2014. Here, we evaluate the impact of these changes from the perspective of 80 autistic
young people aged 16-25 years. Using an online survey and/or interviews, we examined young peo-
ple’s views on three key principles of the SEND reforms: the help and support provided to them;
whether they were given a say in the choices and support that they were offered; and their satisfac-
tion with their educational journeys and outcomes. The results paint a mixed picture. Our sample
of young people reported varied experiences regarding the help and support they received, and how
much of a say they had regarding the choices and support available to them. The types of schooling
they accessed played a role here: young people in mainstream schools highlighted particular chal-
lenges in accessing appropriate support, while many young people in special schools said they felt
well supported. Parental advocacy was crucial for all young people, as was having key ‘champions’
in the form of teachers who really knew them well. The need for the development of general life and
self-advocacy skills was apparent, however, especially in preparing the young people for life after
school. Encouragingly, most of our participants were generally happy with their current situation,
despite identifying several areas for further improvement. Overall, the results highlight the impor-
tance of listening to—and learning from—autistic young people, throughout their educational jour-
neys and especially as they transition to adulthood.
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Introduction

The move into adulthood can be challenging for any young person. For those with spe-
cial educational needs and disabilities (SEND), including those who are autistic,’ this
transition can be particularly difficult. Autism is diagnosed on the basis of social com-
munication difficulties, as well as the presence of restricted and repetitive interests,
activities and behaviours (American Psychiatric Association, 2013). These characteris-
tics can make transitions particularly challenging. For example, autistic young people
may show a preference for sameness; finding it uncomfortable, or even distressing, to
deviate from one’s usual routine. As such, the move to new post-16 educational or
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vocational settings may be extremely demanding (Reid, 2007; Rydzewska, 2012). In
addition to the challenges inherent in any transition, a lack of accessible and supportive
options has resulted in the move from child into adult services being described as a “cliff
edge’ (Prime Minister’s Strategy Unit, 2005; Beresford ez al., 2013). The need to
address post-16 transitions for autistic young people is underlined by poor adult out-
comes for this group. Lower levels of independence, social relationships, post-
secondary education and employment have all been reported for autistic young people
(Roux et al., 2015), as well as a lack of personal autonomy (Wehman ez al., 2014). Fur-
ther, data from the Office for National Statistics (2021) suggests that fewer autistic
individuals are employed (21.7%) than many other disability groups. For example,
data from this survey suggested that the rate of employment for those with ‘mental ill-
ness or other nervous disorders’ was 33.3%, and the rate for all disabled people was
53.6%. Many of these outcomes for autistic young people have been attributed to nega-
tive transition experiences (Wittemeyer ez al., 2011).

On 1 September 2014, the Children and Families Act was introduced, heralding
significant changes to SEND policy and provision for young people in England
(Department for Education, 2014a). The Act, which included the introduction of a
SEND Code of Practice (Department for Education and Department of Health,
2015), encompassed five main principles: (1) to involve children, young people and
parents in decision-making; (2) to promote early identification of need and provision;
(3) to give young people and parents additional choice and control over support; (4)
to ensure collaboration between education, health and social care providers; and (5)
to strive for excellent provision of support (Norwich & Eaton, 2015). With respect to
the latter, the SEND Code of Practice makes specific suggestions for formal supports
that young people may be given access to; for example, access to specific therapies,
accessible information and independent living training. These formal supports should
be differentiated and personalised; tailored based on each individual’s needs as
opposed to their diagnosis (Department for Education and Department of Health,
2015). Alongside formal supports, young people with SEND often require, and bene-
fit from, high levels of informal support (Palikara er al., 2009; Mitchell & Beresford,
2014), some of which may be provided through initiatives advertised in Local Offers.>
Additional changes as part of these reforms included the extension of SEND provi-
sion from 19 years to (potentially) 25 years, and the replacement of Statements of
SEND with Education Health and Care (EHC) plans.?

There have been mixed views on the utility and impact of these reforms. Celebrated
as the most substantial reforms in decades, they modernised outdated legislation that
had been criticised for bias towards the inclusion of children and young people with
SEND in inappropriate mainstream provisions (Robertson, 2012; Stobbs, 2014).
Further, EHC plans were reported to offer a better process for assessment, planning
and outcomes than Statements of SEND, and attained better parental involvement
while taking a more person/child-centred approach (Hellawell, 2017; Sales & Vin-
cent, 2018). Despite these positives, a gap between theory and practical implementa-
tion has been noted. Without an evidence-based framework or guidance about how
to apply the holistic principles put forward (Castro & Palikara, 2016), many educa-
tion professionals have reported anxieties and insecurities about embedding the new
processes in their practice (Hellawell, 2017), fearing that they were not adequately
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including the child’s voice (Palikara ez al., 2018). Both parents and professionals have
reported issues such as unfeasible timelines, budget cuts and challenges in collabora-
tions across education, health and care (Adams ez al., 2018; Boesley & Crane, 2018;
Palikara ez al., 2018). These challenges often resulted in poor outcomes for the young
people involved and a variable standard of EHC plans (Castro et al., 2019). Existing
research provides insight into the factors that parents perceive to impact the standard
of EHC plans, and their consequent satisfaction with them. Key facilitators include
meaningful involvement of all parties, and key champions (e.g. from education provi-
sions) who provide exceptional support (Adams ez al., 2018). Barriers include the lack
of accessible information and poor communication (Adams et al., 2018). Overall,
despite the promise of a radically different system, many have argued that changes
were actually marginal (Norwich, 2014).

While much research has examined the impact of the reforms, there has been lim-
ited work specific to autistic young people, and especially from their own perspec-
tives. In one of the few studies on this topic, Gaona er al. (2019a) interviewed 12
autistic young people (16-25 years) who were either about to transition (z = 10) or
had just transitioned (z = 2) to post-16 education. Eleven of these young people
attended specialist schools, and all were able to participate in verbal interviews
(although patterns of communication were described as ‘heterogenous’). The young
people reported mixed feelings about the transition to post-16 education, noting that
they were excited at the prospect but had feelings of uncertainty and sadness. They
spoke of social connections; the benefits of friendships but also the struggles that they
had due to bullying. They also emphasised the critical and significant role that their
families and schools played in supporting them. A related study examining these
young people’s EHC plans (Gaona et al., 2019b) emphasised that while they were
able to share their views on their education (in Gaona et al., 2019a), the extent to
which they were actively involved in planning and decision-making regarding their
education and outcomes was questionable. Taken together, this work provided valu-
able insights into the challenges that a small sample of autistic young people faced as
they entered a crucial phase of education. It is now important to extend this work to a
broader sample of young people (across mainstream and special schools), with a focus
on the whole post-16 transitional phase (up to the age of 25 years, as opposed to just
focusing on those who had just made—or were about to make—the post-16 transi-
tion). These were the goals of the current study.

The current research

As part of a broader project evaluating the impact of the SEND reforms on autistic
young people (commissioned by the Department for Education), we sought to exam-
ine the impact of the Children and Families Act and associated SEND Code of Prac-
tice on autistic young people from the perspectives of education professionals (Crane
et al., 2021a), parents (Crane et al., 2021b) and young people themselves (reported
here). To address this aim, we reviewed the Young Person’s Guide to the Children
and Families Act (Department for Education, 2014b), organising the principles
under three key headings: (1) help and support; (2) having a say; and (3) getting bet-
ter outcomes. We worked with a team of autistic young people from the charity
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Ambitious about Autism to identify research questions and design methods for data
collection. Collectively, we decided to use surveys, to gather information from a
broad range of young people, as well as in-depth interviews, to examine specific expe-
riences in more depth. Our specific research questions were:

Help and support

1. Do autistic young people feel they get the support they need up until the age of
25?

2. Do autistic young people know what support is available to them, and where to
access this?

3. What are autistic young people’s experiences regarding the barriers and facilita-
tors to useful support?

Hawving a say

1. Do autistic young people feel they get a say in the choices and support they are
offered up until the age of 25?

2. What are autistic young people’s experiences regarding EHC plans?

3. Do autistic young people feel their problems are taken seriously and that any
problems get resolved?

Gerting better outcomes

1. Are autistic young people satisfied with their educational journeys and final desti-
nations?

2. Do autistic young people feel that schools and school staff (including specialist
autism staff) have the skills to support them in achieving their ambitions?

When desiging our study, we carefully considered our target sample. Building on
work by Gaona et al. (2019a), we sought to collect data from a broad sample of autis-
tic young people who had attended both mainstream and specialist educational provi-
sions. While specialist provisions cater for pupils with a wide range of needs and
abilities, all of the young people attending specialist provisions would need to inde-
pendently complete an in-depth survey, interview or focus group. As such, we
acknowledge that our research would likely preclude the inclusion of some autistic
young people with intellectual disability/ies.* We also aimed to recruit participants
between 16 and 25 years of age, covering the entire post-16 transitional phase. We
acknowledge that participants at the latter end of this age bracket may not have expe-
rienced all of the changes that came as a result of the reforms, yet it was difficult to
pinpoint an exact stage at which all autistic young people would fully benefit from the
reforms as implementation was a gradual process. Following deliberations, it was
mutually agreed that it was important to gather the views and experiences of all autis-
tic young people aged 16-25 years, to gain a holistic insight into their experiences
since the implementation of the reforms.
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Method

Participants

Criteria for inclusion in the study were that participants needed to: (1) be 16—
25 years of age; (2) self-identify or be formally diagnosed as autistic;” and (3) have
experienced post-16 education in England. There were no exclusion criteria for the
study although (as acknowledged earlier) the nature of the data collection techniques
employed (an online survey and in-depth interviews) meant that some young people
with intellectual disability/ies were likely excluded (as is common in research on this
group; e.g. Chiang et al., 2012, 2013; Mitchell & Beresford, 2014; Roux ez al., 2015;
Russell ez al., 2019). Opportunity sampling was used to recruit participants, and the
research was advertised via charities, schools/colleges, social media, support groups
and professional contacts of the research team. Recruitment and data collection took
place between January and March 2020.

Online survey

Seventy-three autistic young people engaged with the survey, yet five cases were
removed: four (5.5%) had not yet completed their secondary education and one
(1.4%) had not experienced post-16/post-19 education in England. A final sample of
68 young people were included in the analyses. Most participants identified as women
(n = 38, 55.9%), had a formal autism diagnosis (n = 65, 95.6%) and attended main-
stream state secondary education (z = 40, 58.8%). Three-quarters (n = 51, 75.0%)
of participants were aged 19 years or above and, of these, around half (n = 28,
54.9%) attended a form of higher education (e.g. university).

Interviews

Twenty-one autistic young people participated in semi-structured interviews, either
individually (= = 13, 62%) or as part of a focus group (z = 8, 38%). Of these, nine
also took part in the online survey. Our interview participants largely identified as
male (n = 14, 66.7%) and had a formal autism diagnosis (z = 18, 85.7%). Eight
(38.1%) were aged 19 or above and, of these, most (z = 7, 87.5%) attended a form of
higher education (e.g. university).

Participant information can be found in Table 1.

Materials

Survey and interview schedule

Surveys and interviews were developed with support of autistic young people from
the charity Ambitious about Autism. First, the autistic collaborators worked with the
academic researchers to generate ideas for questions and topic areas to include in the
survey and interviews. The academic researchers organised these under broad
research questions adapted from the Young Person’s Guide to the Children and
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Table 1. Participant demographics (survey and interviews)
Survey Interviews
Background variables (n = 68) (n=21)
Age (years), n (%)
16 4 (5.9) 4 (19)
17 6 (8.8) 3 (14.3)
18 7 (10.3) 5(23.8)
19 9 (13.2) 2(9.5)
20 8(11.8) 1(4.8)
21 7(10.3) 1(4.8)
22 9 (13.2) 1(4.8)
23 6 (8.8) 2(9.5)
24 5(7.4) 1(4.8)
25 7 (10.3) 1(4.8)
Mean (SD) 20.6 (2.68) 19.1 (2.83)
Diagnosis, 7 (%)
Yes 65 (95.6) 18 (85.7)
No, I am awaiting diagnosis 3(4.4) 0 (0)
Unsure 0 (0) 3 (14.3)
Age at diagnosis (years)
Mean (SD) 12.2 (6.54) 8.4 (6.34)
Range 1-24 1-21
Identified as, n (%)
Man 26 (38.2) 14 (66.7)
Woman 38 (55.9) 7 (33.4)
Non-binary 1(1.4) 0 (0)
Transgender man 1(1.4) 0 (0)
Outwardly identify as male, inside feel more female 1(1.4) 0 (0)
Mostly identify as male 1(1.4) 0 (0)
Geographic location, n (%)
North of England 5(7.4) 7 (33.4)
East of England 6 (8.8) 1(4.8)
South of England 41 (60.3) 11 (52.4)
The Midlands 12 (17.6) 1(4.8)
Yorkshire and the Humber 4 (5.9) 1(4.8)
EHC plan, n (%)
Yes 24 (35.3) 9 (42.9)
No 32 (47.1) 6 (28.6)
Unsure/undisclosed 12 (17.6) 6 (28.6)
Secondary education, n (%)*
Mainstream 40 (58.8) 11 (52.4)
Specialist school/unit 8 (11.8) 11 (52.4)
Independent/private school 11 (16.2) 1(4.8)
Academy 6 (8.8) 0 (0)
Home school 7(10.3) 0 (0)
Other (e.g. care home, online school, hospital school) 6 (8.8) 3 (14.3)
NEET 1(1.5) 0 (0)
Post-16 education, 7 (%)?
Sixth form 42 (61.8) 11 (52.4)
College 20 (29.4) 5 (23.8)
Apprenticeship/traineeship 2(2.9) 0 (0)
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Table 1. (Continued)

Survey Interviews
Background variables (n = 68) (n=21)
Vocational course 3 (4.4) 0 (0)
Home-schooling 2 (2.9 0 (0)
Specialist placement 1(1.5) 5 (23.8)
Other (e.g. employment, online courses, care home) 6 (8.8) 1(4.8)
NEET 4 (5.9) 1(4.8)
Post-19 outcomes, 7 (%)?
Higher education (e.g. university) 28 (54.9) 7 (87.5)
Sixth form attached to school 4 (7.8) 0 (0)
College 9 (17.7) 0 (0)
Apprenticeship/traineeship 3(5.9) 0 (0)
Vocational course 2 (3.9 0 (0)
Supported internship 2 (3.9) 0 (0)
Other (including employment, home education programmes) 5(9.8) 4 (50.0)
NEET 2 (3.9) 2 (25.0)

?Overall percentages may exceed 100% as participants were able to list as many different settings as they
attended during each time period.

Families Act (Department for Education, 2014b) and developed a draft of the survey
and interviews. The drafts were sent to the autistic collaborators to review, with a
focus on ensuring the surveys and interviews were understandable and accessible.
Minor suggestions for revision (around wording and structure) were then incorpo-
rated into final versions of the survey and interviews, before data collection began.
The online survey (see Appendix S1) comprised four sections, featuring both
open and closed questions. In Section One, we gathered key demographic infor-
mation about participants (e.g. age, gender identity, location, whether they had a
formal autism diagnosis and, if so, when they received this). In Section Two, we
asked participants to reflect on the help and support they received in the transi-
tion into, and during, post-16; and where applicable, post-19. We also probed
for: the kind of help they received and their satisfaction with it; if they experi-
enced any barriers to accessing support or had received any useful support; and
experiences with the Local Offer (specifically, how satisfied they were with it and
if they had received any of the additional support available via their Local Offer).
In Section Three, we questioned participants about their understanding of the
rights and entitlements that young people with SEND and their families have
access to as a result of the SEND reforms. Specifically, we asked about their
experiences of communicating with their providers and/or their Local Authority
(e.g. if they were told about support on offer in their locality; if they felt listened
to about the help they received and the content of their EHC plan, where appli-
cable; and if their Local Authority and education provider(s) ensured they got
the support they needed). In Section Four, we asked about how satisfied the
young people were with their post-16 experiences and outcomes thus far. We
also asked the young people if the staff in their setting(s) gave them enough
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support; and what one thing did/would have made a difference to their post-16
experiences. The survey finished by thanking the young people for taking part
and inviting them to take part in a semi-structured interview, if they wished.

The interview schedule (see Appendix S2) started by explaining what the research
was, why we felt it was important and what the structure was, before obtaining
informed consent to continue. The rest of the interview was split into four sections,
largely based on the questions asked in the survey.

Procedure

Ethical approval was obtained via the Research Ethics Committee at UCL Insti-
tute of Education. Informed consent was obtained from all participants. The
online survey took approximately 30 minutes to complete and was administered
via the online survey platform Qualtrics. To maximise the inclusivity of the pro-
ject, individual interviews were conducted either face-to-face (n =5, 38.5%), on
the phone (n =2, 15.4%), by video call (n =1, 7.7%), by instant-messenger
(n = 4, 30.8%) or by email (n = 1, 7.7%), depending on participants’ preferences.
The mean length of individual verbal interviews (n=7) was 40 minutes
(SD = 12.51, range = 23-63 minutes), whilst the two focus groups conducted
face-to-face (n = 8, 100%) took 32 minutes, on average (SD = 2.84, range = 30—
34 minutes).® Verbal interviews were digitally recorded with participants’ consent,
and transcribed verbatim.

Data analysis

Quantitative data was analysed descriptively (#, %). Qualitative data from the
online survey, individual semi-structured interviews and focus groups was con-
sidered together due to considerable overlap. Where possible, data from the
focus groups was analysed on an individual basis as opposed to by group. There-
fore, quotes provided from focus group members should be attributed to individ-
uals.

Qualitative survey and interview data was analysed using reflective thematic
analysis, as described by Braun and Clarke (2006, 2013, 2019). Adopting a criti-
cal realist framework, analyses involved identifying both semantic and latent mean-
ings in the dataset, following an inductive approach (Braun & Clarke, 2013). Data
analysis was led by two authors who conducted the majority of the semi-
structured interviews and focus groups (JD and AF, both junior researchers with
expertise in autism). JD and AF independently familiarised themselves with the
qualitative data, identifying (and repeatedly returning to and revising) preliminary
codes and themes that were organised under each of our key areas of focus: (1)
help and support; (2) having a say; and (3) achieving better outcomes. With input
from LC and AR (both senior researchers with expertise in autism), JD and AF
discussed the findings on multiple occasions, recursively proceeding through the
stages of data familiarisation, coding, theme development and review. JD and AF
worked together to resolve any discrepancies, merge overlapping themes and agree
on a final set of discrete themes and sub-themes.
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Results

Quantitative (online survey) results

Experiences of help and support post-16.  Just over half (n = 37 of 68, 54.4%") of the
participants had little or no support in deciding what to do following their sec-
ondary education. When asked whether they were happy with this amount of
support, responses were split more evenly: around a third of participants
(n =27 of 68, 39.7%) answered that they were happy, around a third (n = 26
of 68, 38.2%) stated that they were unhappy and the remainder were neither
happy nor unhappy (z = 15 of 68, 22.7%). Once in their post-16 provision,
most young people (z = 39 of 62, 62.9%) reported that they received useful
support, although many (z =39 of 66, 59.1%) also experienced barriers to
accessing this support. Overall, around half of our participants felt that they got
the support they needed (n =33 of 62, 53.2%) and were satisfied with their
post-16 experience (n = 25 of 51, 49.0%).

In contrast, less than half of the young people (z = 31 of 66, 47%) knew what post-
16 support was available, and most of our participants did not feel informed about
their special educational needs (n = 34 of 54, 63%). Likewise, most participants
reported that they had not been told about their Local Offer (n = 41 of 55, 74.5%),
did not know what was in it (n = 42 of 61, 68.9%) and did not receive any additional
support through it (z = 36 of 61, 59%). Indeed, the majority (n = 49 of 61, 80.3%)
were unable to ascertain whether they were happy with their Local Offer (see
Table 2).

Responses regarding post-19 support were more positive. Of those that reported on
their experiences of post-19 education (n = 41), over two-thirds (n = 29 of 41,
70.7%) reported knowing about the help and support available to them. However,
more than half (n = 24 of 41, 58.5%) did not get the support they needed in the tran-
sition from post-16 to post-19.

When asked specifically about their EHC plan (z = 24), almost all knew what an
EHC plan was (n = 23 of 24, 95.8%), but only half were sure about what was in their
plan (n = 11 of 24, 45.8%). More than half of those with an EHC plan (z = 13 of 24,
54.2%) reported that their local council or school did nor make sure they received the
help that was specified in their plan: less than a quarter answered yes (z = 5, 20.8%),
with the remainder (n = 6, 25%) indicating that their local council/school sometimes
made sure that they received the help outlined in the EHC plan. Further, under half
of the participants (z = 11 of 24, 45.8%) indicated that their EHC plan had been
updated since it was first made.

Young people’s experiences of having a say in their post-16 help and support. Of our par-
ticipants with an EHC plan (z = 24), just over half (n = 13 of 24, 54.2%) had a
say regarding what went into it. However, of our sample overall, many of the
young people felt that their views were not listened to (z = 25 of 55, 45.5%) and
that their problems were not taken seriously and/or fixed (n = 28 of 52, 53.9%)
(see Table 3).
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Table 3. Young people’s experiences of having a say in their help and support

Yes A little No Unsure
Did you have a say in what 13 (54.2%) 6 (25.0%) 4 (16.7%) 1 (4.2%)
went into your EHC
plan?® (n = 24)
Yes Sometimes No N/A
Do your local council listen to 7 (12.7%) 6 (10.9%) 13 (23.6%) 29 (52.7%)

what you and your parents say
should go in your EHC plan?
For example, by checking you
are happy with the plan before
it is finished off (n = 55)
Do you feel that your views about 12 (21.8%) 18 (32.7%) 25 (45.5%)
the help you receive are listened
to (either by your school/education
provider or by the local
council)? (n = 55)
The Children and Families Act 9 (17.3%) 23 (44.2%) 20 (38.5%)
(2014) says that all young people
should get a say in their choices
and the support they are
offered—is this your experience
too? (n = 52)
The Children and Families Act 6 (11.5%) 18 (34.6%) 28 (53.9%)
(2014) says that all young
people should have their problems
taken seriously and get their
problems fixed—is this your
experience too? (n = 52)

?Only presented to those who selected ‘yes and I have/had one’ or ‘no but I have/had one’ to ‘Do you know what
an Education, Heath and Care Plan is?’

Post-16 outcomes. Of those who answered the question regarding their current situa-
tion (n = 51), more than half were either somewhat happy (n = 18, 35.3%) or extre-
mely happy (n = 15, 29.4%) with what they were currently doing. A further six
participants were neither happy nor unhappy (13.7%) and almost a quarter of the
respondents were somewhat unhappy (n = 7, 13.7%) or extremely unhappy (z = 5,
9.8%) with their current situation.

Qualitative results

Four themes were identified from the qualitative data: (1) variable experiences of sup-
port; (2) parent support and advocacy is vital; (3) the impact of key stakeholders; and
(4) young people are not well-informed about their rights.
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Theme 1: Variable experiences of support

Within this theme, four sub-themes were identified: (1) insufficient support, particu-
larly within mainstream settings; (2) more positive experiences in specialist settings,
but not without challenges; (3) the need for continuity of support; and (4) limited
support outside of education.

Sub-theme 1: Insufficient support, particularly within mainstream settings. Young people
from mainstream schools explained how they experienced barriers to accessing post-
16 support: ‘I can’t really comment on support as it was not really existent’ (Interviewee
15; henceforth 1I-15). Often, this was linked to the unsuitability of the mainstream
environment. For example, participants noted challenges associated with: (a) staff
changes (‘the teachers changed so often I couldn’t keep track’; 1-2); (b) short-notice time-
table changes (‘They would change every week what time and what day [my support ses-
sions] were’; 1-4); and (c) a lack of reasonable adjustments (‘I just got the same as
everybody else, I didn’t ger anything special’; 1-5). Even those who received support via
an EHC plan tended to be disappointed with its outcomes: ‘it’s rubbish. .. it hasn’t
made any difference in my life’ (I-18). Largely, this outlook was attributed to the failure
of schools to implement the agreed support: ‘I thought things were going to change with
the EHC plan but the school refused to do anything it said to do’ (Survey respondent 58;
henceforth S-58). Young people explained that they felt as though their voice was not
being listened to: ‘I feel like they were ignoring what I wanted’ (I-3).

Discussing the transition into post-16, our sample of young people reported a lack
of support. This was attributed to the emphasis on academic performance in main-
stream schools: ‘Sessions ar school focused on applying to sixth form. Had I not met the aca-
demic requirements, though, there was not much’ (S-6). As a result, young people were
unsure of their post-16 options and felt they did not receive the support they needed.
Our sample expressed the need for more of an emphasis on general life-skills, without
which they felt ill-equipped for their post-16 and post-19 journeys: ‘Life skills I think
are quite important. . . I remember when we all got to university and there were skills I just
didn’t know. Some people don’t even know how to cook, you know, how can you live inde-
pendently if you don’t know these skills?’ (1-5).

The lack of adequate post-16 and post-19 support left many young people feeling
disenfranchised and, in some cases, led to them leaving education entirely: ‘I have
dropped out of further education because of the sheer stress and trauma I experienced post-16.
Had I known what I would have faced I would have dropped out even sooner’ (S-39). Other
young people felt the lack of support during this time left them with fewer opportunities
than their non-autistic peers, creating a negative self-fulfilling prophecy:

Autism doesn’t affect intelligence but having such poor quality of education for most autis-
tic people means we aren’t given the same chances and tools as our [non-autistic] peers to
succeed. It’s then a self-fulfilling prophecy; we are assumed to be stupid solely for our dis-
ability, we are then denied an education because of said disability and then called stupid
because we didn’t learn things we were never taught. (S-1)

Sub-theme 2: More positive experiences n specialist settings, but mot without chal-
lenges. Many young people who attended specialist educational settings explained
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that they felt well supported: ‘I don’t think the support that we receive here could be
improved at all’ (I-19). The wide range of in-house support was also noted: ‘You’ve got
speech and language therapy to help you, occupational therapy [and] stuff like thar (I-18).
These young people further recognised the role that their EHC plan played in
enabling them to access these settings: ‘iz helped me with getting in here’ (I-18). Despite
these positive sentiments, our sample of young people did note their own, somewhat
different, challenges in accessing post-16 support, including the reduction in special-
ist settings finances (‘special schools have lost like 19% of their budget. . . and that is not a
good thing [because] that has cancelled a lot of stuff in the school’; 17-128) and the lack of
integration between the national curriculum and teaching of other important skills
(‘We overhear conversations in the office next door where [the staff are] all debating whether
1t’s a curriculum problem or an independence problem and I think there needs to be more of
an ntegrated approach to managing the education’; I-17). Similar to their mainstream
peers who took part in this research, young people in special schools recommended
additional life-skills training that is ‘more physical practice rather than just the facts of
everything and worksheets’ (I17-12).

Sub-theme 3: The need for continuity of support. QOur participants reflected on the lack
of consistency in support over the years: ‘Staff ar my university had the right skills to
help me achieve, but staff before that, no’ (I-15). In some cases, participants referred to
EHC plans not being updated as their needs developed, meaning that the plan was
not always reflective of participants’ needs: ‘My EHC plan was never updated berween
when I was 15 and 20, so after less than a year it was shockingly out of date’ (I-2). Disap-
pointment was expressed at how the EHC plan and accompanying support did not
always continue throughout higher education. For example, one participant
explained how the key thing that would have made a difference to their post-16
experiences was ‘if [my] EHC plan had continued for university’ (S-32). EHC plans
were perceived to be particularly useful in challenging times: ‘Az two parts of my life I
became homeless, and I could have been supported through the whole situation [with an
EHC plan], but as I was at uni there wasn’t support available for outside-of-studying situ-
ations like thar’ (I-15).

Sub-theme 4: Limited support outside of education. Young people reported experiencing
limited access to mental health support outside of their educational setting: ‘there is
almost nothing available to help [with mental health] unless [we] reach crisis point and
even then it is usually insufficient’ (S-47). This lack of support was perceived as particu-
larly disappointing since the majority of young people felt that poor mental health was
a significant consequence of inadequate support during education: ‘educationally the
support was really lacking and this led to real struggles with my mental health including alco-
holism and suicidal thoughts’ (S-23). A general lack of support was also reported with
respect to Local Offers: ‘all that they could offer was a local social group for people with
autism’ (1-5).

Theme 2: Parents provide vital support and advocacy. Young people, from both main-
stream and specialist settings, felt that their families were integral in ensuring they got
help and support during their post-16 and post-19 journeys: ‘Really all the support I’ve
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ever recetved has just been family, 1t’s not really been any in education’ (I-13). Any support
participants had received was perceived to be as a direct result of their parents fighting
on their behalf:

This school is very difficult to get into because it requires a lot of proof about how your
needs can be met because it’s a lot more expensive and difficult for the local authority to
justify than sending us to a mainstream secondary school. It took half a year of my parents
debating with the local authority to send me to this school. (I-18)

Parental support and advocacy was felt to be vital in securing an EHC plan: ‘I krnow
my mum sorted out myy EHC plan and she was probably quite influential in getting me [into
my specialist provision]’ (I-16). Some Local Authorities were seen as reluctant to pro-
vide EHC plans: ‘if you’re diagnosed late, and if you don’t have a learning disability, they
don’t want to give you one’ (I-3). The process that parents went through to obtain an
EHC plan was described as long and fraught: ‘Ir was just two years of fighting for my
mum’ (I-18).

In some cases, parental support extended to paying privately for specific support.
Those participants with parents who advocated on their behalf reported feeling privi-
leged, and acknowledged that not all families would be able to support or advocate
for young people in this way: ‘I am fully aware that not everyone is like my mum willing to
balance a full-time job with full-time making sure that everything’s going well for me’ (1-4).
Indeed, when a young person did not have this vital parental support or advocacy,
they felt disadvantaged:

I did see a big difference in my education when [my social worker] was there to advocate
for me vs after she stopped working with me, and I strongly believe if I'd have had a parent,
my education would have been much better. (I-2)

Theme 3: The impact of key stakeholders. Subtheme 1: Educators lack autism awareness
and knowledge—Young people, particularly those attending mainstream settings, felt
that educators did not have adequate autism training: ‘it was very clear to me even as a
16/17-year-old that sometimes they were just out of their depth and lacked the training in
autism’ (I-4). As a result, our sample reported that some members of staff did not
understand them or their needs: ‘My education could have been a lot better if staff had
[been] understanding of my needs, and if I was given support from trained support staff (I-
15). In some cases, young people had to explain their needs to the staff that worked
with them: ‘I myself had, and stll have, to provide any information about autism and how
my brain works, and it’s exhausting’ (S-30). This was viewed as especially difficult for
those who were unsure of the support that would best suit them: ‘I wasn’t sure what
support I was able to get, which means I only got any support after I’d experienced something
that I struggled with’ (S-31). The detriment that this had on the young people’s educa-
tional experiences was acknowledged: ‘[I] see huge academic and personal differences
when I get the right support and I don’t (I-2). Despite this, a minority of students did
have positive experiences with the staff. Particularly within specialist settings, stu-
dents felt that ‘their knowledge of autism is incredible. . . Ofsted rated this place outstanding.
I can understand why’ (I-20).
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Sub-theme 2: The importance of ‘champions’—Individual educators were often felt to
make a positive difference to the young people’s educational experiences:

My education as a whole was awful, I hated it... but I had some really nice adults who I
think looked out for me more than they should have done. .. I think that they stuck their
neck out for me a little bit. (I-21)

Reflecting on what made these champions so helpful, our participants noted
that building relationships was crucial: ‘specific teachers who really took the time to
get to know me, encourage me and cared about my furure [made a difference]’ (S-
47). Education professionals with more experience were often felt to provide bet-
ter support, and the young people suggested that education settings should make
use of that experience:

Certain teachers did more than their job’s worth of helping you. The teachers that had
been teaching for 20 years tended to be more appreciative of why people were struggling
with certain situations. I think if it’s clear that people are going to have extra issues, then
perhaps more experienced [members of staff] and ones that have a reputation for being
quite good at that kind of extra communication, should be assigned to these classes that
need extra support. (I-13)

Yet some participants shared that even if there was a key champion they trusted
and had good experiences with, they were hesitant to share their concerns or ask for
additional support as they did not want to be seen as a burden. Participants also ques-
tioned how much help one individual could realistically provide:

I feel like now is the time when I need to be, “This is what my needs are’, but at the same
time you don’t want to be unnecessarily dramatic. I know that the tutors who have been
really open with me have been, like, ‘If there’s anything extra you need, you can always
say’, and they’ve been the ones that have really helped; but at the same time it is massively
structural, because what can they do? They can’t do anything as individuals. (I-21)

Theme 4: The importance of self~advocacy. Young people (from all settings) reported
that they were not well-informed about their rights: ‘I have never been told that I even
have any rights, so I do not know what these are’ (I-14). Questioning whether the Local
Authority deliberately withheld information about their rights and available support
from them (‘councils are legally required to offer certain support once it is requested but if
1t’s not requested they can loophole out of providing it—if they don’t tell us it exists, we can’t
request 1t’; 1-2), our sample lamented how they ‘weren’t given any information at all to
make an informed choice’ (I-2). Participants urged for information about their rights
to be made clearer and more easily accessible. Confusion regarding entitlements
applied to both EHC plans (‘I’m not sure exactly what it does but I know it gives me ben-
efits, especially having Asperger’s it probably helps a lot with thar. I wouldn’t give it up
easily’; 1-16) and Local Offers (‘I wasn’t aware that something like that existed’; 1-16).
For some young people, information about rights and available support was better
communicated during higher education. Yet these participants noted that they
would have appreciated access to such information during their post-16 journeys
and at the point of diagnosis. Being informed about rights was felt to be useful at
later life stages too:
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My employers at the moment don’t know [I’m autistic], and we do a couple of things I
don’t really like, and I find [it] really overwhelming. But I don’t feel comfortable saying
[that] because I don’t know how they will react to me. I feel like it would be useful to be
like, ‘I’m legally allowed these things in place’. (I-21)

While most young people spoke about wanting to be better informed, others ques-
tioned the practicality of knowing about their rights:

I understand the rights however I don’t agree that they actually exist. I’ve never been lis-
tened to about what I feel is right, many times I’ve had staff try and kick me out of educa-
tion just because I don’t fit into their box of how I should be. They continue to do what
they choose rather than listening to me who it’s all happening to. (I-15)

Discussion

Using a survey and interviews, we elicited the views of autistic young people (16 to
25 years) about their experiences of transitioning to adulthood following the intro-
duction of the Children and Families Act (Department for Education, 2014a) and
associated SEND Code of Practice (Department for Education and Department of
Health, 2015). While it takes time for policies to be translated into practice, our find-
ings suggest that 5 years on from the introduction of these reforms, the post-16 edu-
cational experiences of autistic young people remain mixed. The young people we
spoke to had varied experiences regarding the help and support they received, and
how much of a say they had in their post-16 journeys. The types of schooling they
accessed appeared to play a role here, with young people in mainstream schools high-
lighting particular challenges in accessing appropriate support. Parental advocacy was
seen as crucial in this regard, as was having key ‘champions’ in the form of teachers
who really knew the young people well. Yet there was an apparent lack of self-
advocacy from the young people: they were unaware of the help and support on offer
in their local area, as well as what issues they could get support with and what help
and support they might be eligible for. Encouragingly, most of our participants were
generally happy with their current situation, despite identifying several areas for fur-
ther improvement. Next, we discuss how these findings relate to existing research.
We also consider what they tell us about the impact of the SEND reforms, before
identifying recommendations for future research and practice.

A recurring theme within our findings was the very diverse views of our sample
regarding their post-16 experiences; a finding that very much aligns with the diversity
of autistic educational experiences more broadly (e.g. All Party Parliamentary Group
on Autism, 2017). Unpicking this is likely to be complex and may be linked to a num-
ber of factors not examined in detail within the current research. This may include
the heterogeneity of needs associated with autism (e.g. Hummerstone & Parsons,
2020), factors intersecting with autism (e.g. gender, ethnicity; Carpenter et al., 2019)
or the postcode lottery of SEND provision (e.g. Boesley & Crane, 2018). There were,
however, some clues within our research as to what might underlie this variability.
First, the types of provisions that the young people attended appeared to play a role.
Broadly speaking, the experiences of those in specialist provisions (i.e. those who were
more likely to have an EHC plan) seemed to be more positive than the experiences of
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those in mainstream provisions, with a lack of knowledge of autism and too narrow a
focus on academic outcomes emphasised in the latter (see also Goodall, 2018). While
challenging experiences of education may also be reported at earlier stages of the edu-
cational journey (e.g. Hodges ez al., 2020), this is particularly worrying at this later
age, when leaving the safety net of school becomes a more imminent reality (e.g.
Cribb ez al., 2019). A second factor that appeared to play a role in determining how
positive the young people were about their post-16 experiences was the level of advo-
cacy that their parents took on. Those who did not have strong parental advocates
discussed additional challenges they faced due to having no one to fight their corner.
Parental involvement is a key predictor of success for autistic young people (Chiang
et al., 2012, 2013) and, indeed, it was this advocacy that appeared to facilitate access
to help and support for the young people in our research.

A reliance on parental advocacy is concerning for a number of reasons. First, the
effect of constantly fighting for children’s needs undoubtedly takes a toll on parental
wellbeing (Spiers, 2015). Second, this route to support relies on parents having the
time, skills and resources to advocate for their children—many of which require a
degree of social or cultural capital (Jegatheesan ez al., 2010; Lalvani, 2012). Inequali-
ties are therefore created between families who are and are not able to advocate,
rather than support being allocated based on the needs of the young person. The role
of individual advocates was further highlighted when the young people spoke about
key ‘champions’ who worked with them professionally—specific individuals who they
felt were responsible for their support (cf. Adams ez al., 2018). While these champions
were very much appreciated, our sample of young people reported that they often
held back from seeking help from them, as they did not want to be a burden (also see
Crane et al., 2019). Further, high staff turnover made relying on these champions
challenging. When considering what made some professionals particularly successful
advocates, general knowledge of autism was highlighted as important, but more cru-
cial was having someone take the time to really understand them and their unique
needs (also see Crane ez al., 2019; Guldberg, 2020). Developing these more relational
skills (as opposed to just teaching general knowledge on autism) is key. This recom-
mendation also aligns with the double empathy theory (Milton, 2012; Milton er al.,
2018): that when people with different ways of experiencing the world interact, they
will struggle to empathise with one another, leading to frequent misunderstandings.
The notion of communication as a two-way process, with adaptation needed from
both the autistic person and their communicative partner, should underpin training
for those supporting autistic young people. This will be essential in ensuring that the
voices and perspectives of autistic young people are meaningfully elicited (cf. Guld-
berg, 2020).

A central aim of the present study was to establish whether, following the SEND
reforms, autistic young people felt that they had a say in their post-16 journeys.
Research in the United States paints a worrying picture regarding a lack of involve-
ment by young people in their transition planning (Chandroo ez al., 2018). In Eng-
land, the legal duty for young people to have a say in the decision-making regarding
their post-16 education relates mainly to the EHC plan process. Yet, almost half of
our participants with an EHC plan did not feel they were given a say about what went
into it. Similarly, more than a third of our sample (with and without an EHC plan)
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did not feel they were given a say about the support they received during their post-16
education. While our participants did report feeling listened to, to a degree, it was evi-
dent that they did not really know or understand their rights and entitlements, which
further limited their ability to input their views and perspectives. For example, our
participants reported that when they were presented with information, it was often
not accessible or clear. This is perhaps unsurprising given that parents of children
with an EHC plan have also called for more accessible documentation surrounding
the EHC plan application process (Adams ez al., 2018). Likewise, many participants
reflected that they had minimal, if any, involvement in the process of obtaining their
EHC plan; recognising that, instead, their parents had fought on their behalf to
obtain one. Though a key goal for young people between the ages of 16 and 25 years
is to develop independence (Anderson et al., 2018), the lack of clarity around rights
and entitlements may be leading to a strong reliance on parents and school champi-
ons. There is, therefore, an urgent need to develop effective ways to promote self-
advocacy in autistic young people. One way to do this is to create accessible guides or
toolkits that help them to better understand their needs, and to inform them about
the support they may be entitled to and how to go about obtaining it (cf. Fabri ez al.,
2016). The need to involve young people in the design and development of resources
and services to support them should not be underestimated (see Franklin er al.,
2018). Further, we assert that there is a need to start developing advocacy skills early
on, rather than waiting until post-16 (cf. Kuo ez al., 2018).

In many cases, the success or failure of the SEND reforms is judged by examining
outcomes: where do these young people find themselves post-16? It is, perhaps, too
early to be able to assess the outcomes of the autistic young people in this research,
but it was encouraging that most reported being happy with their current situations
(see also Cribb er al., 2019). Clues as to how to make this experience better related
particularly to mainstream schools. Those in our study who had attended mainstream
provisions felt that the strong focus on academic outcomes meant that if they did not
want to follow an academic pathway, then there was no help or support available.
This echoes work from the United States, which found that outcomes for autistic
adults without a learning disability were worse than outcomes for autistic adults with a
learning disability. Specifically, Taylor and Seltzer (2011) assessed the occupational
and educational activities of autistic young adults and found that those without a
learning disability were three times more likely to have no daytime activity, compared
to autistic young adults with a learning disability (see also Allan & Coney, 2019). It is
important to recognise that staying in education may not be the optimal choice for all
individuals, and young people should be supported, irrespective of whether they
choose to take a vocational or academic route post-16 (see Seaman & Cannella-
Malone, 2016). Further, some of the young people had similar concerns about their
specialist provision, where a desire for more practical life-skills training to support
their independence was articulated. This again highlights the importance of listening
to the voices of young people when making decisions about their education (cf. Guld-
berg, 2020). As evidenced in this research, pupils may struggle to know exactly what
helps them, and may struggle to advocate for the help and support available to them.
Yet many do have a voice and opinion on their education, and it is essential that we
listen.
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This brings us to the key question of the overall impact of the SEND reforms on
autistic young people at this crucial developmental stage. Overall, some aspects of the
reforms were perceived favourably by our sample of young people, but it was very evi-
dent that the radically different system that was promised did not emerge (see Nor-
wich, 2014). What are the reasons behind this? First, it is possible that the reforms
were implemented too late to make a real impact on this group. Whilst the Children
and Families Act was introduced in 2014, it undoubtedly takes time to fully translate
all aspects of any reform into practice. Our participants would have been aged
between 10 and 19 years when the reforms were introduced, and may therefore not
have experienced all of the policy changes that could be embedded into their educa-
tional context. As such, the impact of the reforms may not be as clear for this cohort
of young people as it will be for those who succeed them. It was, however, very evi-
dent that more needed to be done to support autistic young people post-16, since
most services and supports seem to be targeted towards younger children (see also
Crane et al., 2018). Second, it may be that autistic young people who are able to artic-
ulate their experiences (as per the participants who engaged in this research, given the
nature of the data collection techniques employed) do not receive as much help and
support as those with more complex needs (e.g. intellectual disability, language
impairments). Although we did not directly compare participants who attended
mainstream versus special schools, our findings suggest that autistic young people
who attended mainstream schools experienced unique challenges; finding themselves
too ‘normal’ to warrant help and support, but ‘not normal enough’ to succeed in line
with their neurotypical peers (cf. Crane ez al., 2019). The toll this takes on their men-
tal health has been well documented (Crane ez al., 2019).

Given the qualitative nature of the current study, we were unable to make direct
comparisons between the post-16 help and support autistic individuals received in
mainstream schools relative to that received in specialist provisions. Future research
may seek to address this gap. Nonetheless, our findings suggest that despite the SEND
Code of Practice’s aims of prioritising a needs-based approach (Department for Edu-
cation and Department of Health, 2015), the group of autistic young people in this
study did not report this experience. Indeed, participants that had a formal autism
diagnosis and accompanying EHC plans reported having greater access to formal sup-
port (e.g. in-house therapists) than those without. This is problematic for two reasons.
First, exisiting research suggests that autistic indviduals (particularly those who are
not struggling academically) often find it difficult to access EHC plans (All Party Par-
liamentary Group on Autism, 2017; Boesley & Crane, 2018). As such, providing sup-
port on the basis of EHC plans is likely to leave many autistic individuals without the
support they require. Second, even some of our participants with an EHC plan did not
receive the support they needed. This is particularly concerning given that individuals
have a legal right to the support that is set out in their EHC plan (Department for Edu-
cation and Department of Health, 2015). Moving forward, it is essential that we move
towards a model of supporting all autistic people, via person-centred planning, rather
than overlooking a sizeable proportion of the autistic population as they do not—on
the surface—appear to be in need of help and support (cf. Guldberg, 2020).

Finally, it is important to note the limitations of the current research. First, and
most notably, the representativeness of our sample should be discussed. Given the
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use of a convenience sample, it is possible that our participants were better networked
or more socio-economically advantaged than the autistic population as a whole.
Indeed, to be able to participate in the survey, participants would have needed access
to a smartphone or computer as well as access to the internet. Further, all of our par-
ticipants were able to independently complete an extensive online survey and/or take
part in an in-depth verbal/written interview. As such, our results only relate to a sub-
section of autistic young people, and do not reflect the post-16 educational experi-
ences of all autistic young people, including those with more profound intellectual/
language impairments. This is a common limitation of research on this participant
group, which tends to over-represent the views of autistic people without learning dis-
abilities (e.g. Chiang er al., 2012, 2013; Mitchell & Beresford, 2014; Roux et al.,
2015). Second, many of our participants were recruited via school and college part-
ners of the research team (i.e. provisions that have an interest in autism research and
improving their practice). As such, it is possible that the educational provisions that
some of our participants attended had better initiatives in place for supporting their
autistic young people. Further, most participants attended provisions in the South of
England, geographically close to the research team, and may not be representative of
the experiences of those in other locations. Future research should aim to address this
gap, exploring the post-16 educational experiences of autistic young people from
across England. Third, our data was cross-sectional in nature, taking just one snap-
shot of these young people’s lives. While our participants were able to retrospectively
reflect on changes in their education, longitudinal research following up young people
as they move into, and through, post-16 education would be hugely valuable (cf.
Cribb ez al., 2019). Finally, it is important for future work to triangulate the perspec-
tives of autistic young people with those of others close to them, including parents
and/or teachers, to gain a more holistic picture of their educational journeys (e.g.
Makin et al., 2017; Hoy et al., 2018; Halsall ez al., 2021; Wood, 2021); identifying
how to ensure that autistic young people can access help and support, have a say in
their education and achieve better outcomes.
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NOTES

! We use identity-first (i.e. autistic) rather than person-first (i.e. with autism) language, as this is preferred by
many autistic people and their families in the United Kingdom (Kenny ez al., 2016) and is less associated with
stigma (Gernsbacher, 2017) and ableism (Bottema-Beutel ez al., 2021).
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Local Offers, introduced as part of the Children and Families Act (Department for Education, 2014a), contain
information regarding the help and support available in a person’s local area.

EHC plans are documents that detail a child or young person’s education, health and care needs, as well as the
formal support that they are legally entitled to. Crucially, EHC plans also provide young people and their fami-
lies with the legal right to have a say in decision-making surrounding their education.

Despite plans to make modifications to the survey and interview schedules for autistic young people with addi-
tional needs (e.g. co-occurring intellectual disability), the COVID-19 pandemic meant we were unable to
make these modifications (e.g. we were unable to make visits to schools to provide support in completing the
survey).

We included young people who self-diagnosed as autistic within this research, given the significant disparities
in access to a formal diagnosis for some groups (e.g. Singh & Bunyak, 2019).

As some of the individual interviews and all the focus groups were conducted within educational provisions,
these discussions were constrained by time limitations. This largely accounts for the variable length of the dis-
cussions.

All questions were optional, therefore percentages are calculated as the number of participants who chose this
response, out of the total number of those who answered the question. As such, the total number of respon-
dents is included in brackets for each question reported.

17-12 represents one of the six autistic young people in the focus group (it was not possible to discern which
young person provided the focus group quotes from the recording/transcript).
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