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Adolescents with autism and their families experience a significant increase in the
number of challenges encountered when leaving the structure of the formal education
system. The purpose of this study was to gain an understanding of the factors parents
and professionals regard as important in preparing for transition of adolescents with
autism spectrum disorder (ASD) to adulthood, vocational, and residential arrangements.
Semistructured interviews were conducted with 14 participants (i.e., 7 parents and 7
professionals) who were involved with adolescents with ASD in Johannesburg, South
Africa. The findings revealed that there was a need for advocacy on behalf of learners
with ASD transitioning into adult working and living environments. The responses of
the participants highlighted needs for curriculum transformation from basic literacy skills
to development and teaching of functional self-help and daily living skills. The results
also indicated lack of planning and the absence of service facilities for adolescents with
autism post-school. There was a general feeling of fear and uncertainty when the par-
ticipants thought about transition of adolescents with autism and their future. However,
there was also a sense of hope and optimism. Transition of adolescents with autism into
adulthood is a challenging and stressful time for parents and professionals involved in
trying to prepare them. With appropriate attention and support structures, individuals
with autism can attain a reasonable quality of life, including residential, employment, and
social opportunities.
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INTRODUCTION

Autism spectrum disorder (ASD) is becoming more prevalent, and the statistics suggest that there is
anincrease in the diagnosis of ASD worldwide, in every racial, ethnic, and social group (1). Transition
from school to adulthood is a challenging time for many adolescents with various disorders and
their families (2-5). This is especially true for adolescents with ASD, when seeking post-secondary
and employment opportunities, as emphasized by Taylor and Seltzer (6) “underemployment of
individuals with ASD is an international phenomenon.” Alongside increased stress and uncertainty,
families with adolescents with ASD experience reduced support from formal education structures
and reduced access to appropriate resources required by the individual and the family (3). An ado-
lescent’s social communication deficits frequently result in increased difficulty in young adulthood
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and “parents and teachers may observe depressed mood, anxiety,
heightened levels of inappropriate behavior, and victimization by
peers” (7). Although there is a large body of research conducted
on autism and higher education, not enough is known about
transition of non-verbal or low-functioning adolescents with
ASD post-school, and what it entails to prepare for transition into
work and living opportunities. There appears to be no research
conducted with regard to adolescents with ASD transitioning
to adulthood within a South African context. The feelings that
accompany such changes and demands are highlighted within the
experiences of the parents and professionals.

According to Hendricks and Wehman (8) (p. 77), “transition
typically includes completing school, gaining employment,
participating in post-secondary education, contributing to a
household, participating in the community, and experiencing
satisfactory personal and social relationships” Transition into
adulthood is a particularly stressful time for many parents as they
face increased and unique stressors, such as additional financial
burdens, more restrictions in social activities, and heightened
parental stress (9, 10). Most parents worry about how much
independence their child can attain and how they will cope
when they can no longer be available to care for them (3). Over
and above these, parents also have concerns about behavior and
social interactions and communication (11). Taylor and Seltzer
(6) pointed out that “although not part of the diagnostic criteria
of ASD, maladaptive behaviors are often exhibited by people with
ASD ... and are a primary source of stress for caregivers”

It is not only parents of adolescents with ASD who seem to
experience challenges but also professionals. Professionals have
difficulties in designing and maintaining appropriate programs
based on limited research and access to information, and parents
report frustration at a lack of information and services of poor
quality, as well as high levels of effort required in order to assure a
placement for their child in the services provided (8). Professionals
are responsible for organizing a team that can prepare and support
an individual; however, in the years following formal education,
the responsibility falls on the parents to organize a team, on-going
learning, and movement into living and working opportunities.
As a result of the difficulties experienced by parents and profes-
sionals, “many students with ASD leave high school unprepared
for adult life at work, in college, or in community living” (7).

The present study was guided by three research questions,
namely, (1) how is planning for transition being managed and
what supports exist during this period of change? (2) What are
parent and professional perspectives on an adolescent with autism
leaving home and gaining employment? (3) And what thoughts
and feelings are experienced by parents and professionals during
preparation of adolescents for adulthood?

MATERIALS AND METHODS

A qualitative approach using semistructured interviews was used
to explore the perspectives of parents and professionals with
regard to transition of adolescents with autism. This approach
was identified as the most appropriate as the focus of the study
was on the exploration of experiences and realities of the perspec-
tives of the participants (12).

Although quantitative research approach encourages sample
sizes to be as large as possible in order to ensure generalizability
of findings for better validity and quality, the sampling strategy
for qualitative research is less concerned with the size of the
sample but more with the relevance and adequacy of the sample
(13). Therefore, the sample comprised 14 participants, namely, 7
parents and 7 professionals (3 teachers, 1 head of department, 1
principal, 1 skills trainer, and 1 education consultant) working
with adolescents between the ages of 16 and 18 years old. Of
the 14 participants, only 1 professional was male, and no male
parents were represented, which might be due to the fact that
the field is feminized, and the participation of more females is in
line with stereotypical roles. The ratio of male/female participants
creates an interesting bias, specifically with regard to the parents.
As evident in Krauss et al. (4), the impact of an adult with autism
also focuses more on mothers than fathers. Parent’s ages ranged
from 34 to 53 years with a mean age of 47 years 1 month, while
professional’s ages ranged from 34 to 79 with a mean age of 49. No
further sociodemographic information was collected.

The Johannesburg Hospital School was identified as an appro-
priate source of participants because it is the only autism-specific
ASD school with a senior section for learners up to and including
18 years old in Johannesburg. The school accepts fees on a sliding
scale, and some learners are exempt from paying school fees, and
thus, the sample does not exclude participants from various socio-
economic groups. The learners with autism were mostly within
the low-functioninglevel of the spectrum and non-verbal, or with
limited verbal abilities and independence. The adolescents were
enrolled in a special needs education setting because of limited
access to mainstream curriculum schools and their barriers to
learning. The school comprised small classes with a ratio of seven
learners to two adults in each class, and each learner worked
according to an Individual Education Plans (IEPs) designed by
the teacher.

The qualitative data source was conversational data (14) dur-
ing the interaction between the participants and the first author,
which were recorded and transcribed. The interviews took
between 45 and 60 min. In order to confirm that saturation of
data had been achieved, the authors constructed a saturation grid,
wherein major topics were listed on the vertical and interviews
to be conducted were listed on the horizontal in line with the
guidelines provided by Brod et al. (15).

The data were transcribed and then analyzed using thematic
content analysis, based on themes gained through the literature
review, as well as remaining open to the idea that data gathered
at times generated new insights and themes (12). Common
and recurrent themes in the text were identified by creating a
list of categories that reflected the major themes. The identified
themes were then coded and categorized, and this was followed
by analysis and interpretation of the participants’ perceptions
(16). Due to the interest in the meaning of transition through the
perspectives of professionals and parents, the analytic process
often progressed from descriptive themes summarized to inter-
preting the significance of patterns and their broader meanings
and implications (17).

The focus of analysis was on the research question themes
pertaining to what plans were being made to prepare adolescents
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with ASD for transition to adulthood, what supports exist to assist
during this transition, and what were the feelings and thoughts
of the participants with regard to transition. An interpretation
and integration of these was conducted, and conclusions were
drawn. The findings from the study are presented together with
the discussion.

This study had multiple ethical considerations. First, permis-
sion was obtained from the University of the Witwatersrand
(Non-Medical Ethics Committee) prior to commencement
of the study, and the ethical protocol number allocated was
MEDP/12/006 TH. Second, permission to conduct the study was
obtained from the participating school. Because the identified
school is registered under the Gauteng Department of Education,
permission to access the school and to conduct the study was also
requested from the relevant department. Finally, permission to
conduct research was requested from the potential participants,
and only those who agreed to participate were interviewed by the
first author.

RESULTS AND DISCUSSION

The results are presented according to the four major themes,
namely, curriculum reforms perceived as necessary for success-
ful transition into adulthood; feelings experienced when thinking
about transition; support and planning during transition process;
and residential and employment opportunities post-school.

Curriculum Reforms for Successful

Transition into Adulthood

The majority of the participants shared a general sense that daily
living skills are much more important than knowledge of basic
literacy, such as ability to calculate and knowledge of color, as
illustrated by the following excerpts:

The things they require to get through their lives are not
a *Matric certificate, they need something else (parent 1)

*Within a South African education context, a “Matric cer-
tificate” is equivalent to “Grade 12” or a final year of secondary
mainstream or formal schooling.

To put it in a nutshell I would say functional learn-
ing, ... learn to manage their own autism, manage their
own behaviour, manage their own learning, so that they
can take responsibility for themselves (professional 3)

The school is adapting some of the things in the
national curriculum, but we made them relevant to the
learners that we teach in terms of content as well as in
terms of delivery (professional 4)

The change in focus from academic to functional skills
taught within school and home settings appears to be consist-
ent with previous studies (7, 18), which is believed to promote
the likelihood of a successful transition. Learners with autism
were perceived in the present study to need a different cur-
riculum, due to a different learning style and more relevant,

individual, and meaningful content, such as communication,
independence, coping with change, vocational skills, and engag-
ing in a community. Functional learning, coping in society and
work contexts, emotional management, leisure possibilities, and
the characteristics of the triad of impairments were expressed
as skills required by individuals with ASD. Transition-focused
education needs to take place before leaving school and needs
to be a collaborative and active process (7). Consistent with the
IDEA (1990) proposals in the USA and South African National
Association for Specialised Education (SANASE) (2010) discus-
sions in South Africa, participants in this study also felt that an
adjusted curriculum was required because learners with autism
would not cope with the mainstream curriculum. In 2001, the
White Paper 6 on Special Needs Education was introduced in
South Africa, restructuring the education system in order to
remove barriers to learning and include children with disabilities
into the mainstream education environment. According to this
new framework, learners with ASD should be included into
mainstream schools, but there is little research on the feasibility
and practical implementation of this (19). Education White Paper
6 further suggests that the curriculum needs to be made more
flexible so that it is accessible to all learners, irrespective of their
needs. Thus, the school implements IEPs focused on goals for
future readiness of adulthood. Indeed, Kardos and White (20)
assert that transition services are currently not addressing all
areas of need of learners in all life areas, including community
and personal and social relationships.

Feelings Experienced when Thinking
about Transition

The results indicate a general feeling of fear and uncertainty, when
the participants think about transition of adolescents with autism
and their future. There is however a sense of hope and optimism
that cannot be overlooked, as participants feel that the work that
is currently being done with these adolescents is a step in the
right direction.

Its terrifying (laugh) it’s very scary ... when they’re
little its forgiving, they’re cute and they can do strange
things and its forgiving, now that he’s big and the future
is out there, its daunting ... the scary thing is that we
know we are not here forever, so I need to prepare him
so that in some way he’s independent, or in a home or
whatever his future is, it needs to be put into place a
lot sooner than I would like to do it or think about it
because the future, I mean I could be dead tomorrow
(professional 5)

I find it the scariest thing to even contemplate, I just
think, what the hell is going to happen to my son? that
is frightening .... I just think that in time that he will, in
time I will also get myself there (parent 2)

Its very exciting, to see our learners transition,
because some of them are, they are transitioning, but
it’s nerve-wrecking. I am so scared (professional 6)

It’s fearsome sometimes, I am afraid, but it’s interest-
ing also, noticing certain differences and similarities
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with the normal teenagers, and I think you know that
is what gives me strength, to see him maturing from a
young child to being a teenager, it makes me think there
is a hope somewhere (Parent 4)

The predominant feeling is fear, concern, and terror (58%);
however, a substantive proportion of participants (42%) felt a
sense of hope and optimism. Both these responses were given by
equal amounts of parents and professionals, with some explain-
ing an experience of both fear and optimism. Some participants
explained feelings of anger and frustration, mostly feeling that
not enough was being done, or that all the work put in would
come to nothing after school. Other feelings suggested included
confusion, helplessness, unpreparedness, and being tired and
having less energy to focus and put things into place. These find-
ings correlate with the literature in that unique stressors are faced,
alongside concerns about support opportunities, maladaptive
behavior, and communication-deficit impacts (3, 6, 9-11). Some
parents also mentioned more positive feelings alongside hope
and optimism, such as determination, excitement, and interest,
in seeing the adolescent mature.

Blacher (2) (p. 177) states that “the future, when parents seri-
ously begin to think about it, approaches with a barrage of chal-
lenges.” This statement is observed to be true when participants
begin to explain their thoughts and feelings with regard to the
learner’s period of transition out of the formal school structure.

Support and Planning during Transition

Process

The results revealed that the majority of the participants did not
have a plan for their children with autism post-school. In addi-
tion, over 50% of participants indicated that there was no support
for adults with autism. Some of them were planning to encourage
the schools to keep the individual with autism as long as possible,
thereby indicating that no transition plans exist, as illustrated by
the following excerpts.

I don’t think there is any support for them after school.
It’s basically at 18 they are the parent’s responsibility
(professional 6)

It's a very very scary thought, it’s a very sad situation,
to be very honest, there is nobody, after us (parents)
there is really nobody (parent 3)

I don't think we have any (plans); we go on day by
day, doing what you think is right for the child (parent 6)

No I don'tknow of any. I have ‘googled’, I have looked,
it’s only overseas where I see there is so much support
systems (parent 6)

Although there is a growing increase in awareness of the
needs and support for adolescents and young adults published
internationally (3, 7, 10, 20-22), there is limited accessible
information and service facilities in South Africa. Families,
schools, and services need support in implementing existing
knowledge into practical strategies for these individuals. It seems
that minimal support exists within South Africa, for adolescents

during transition. Jacklin and Stacey (23) conducted a study to
determine accessibility to education for children with autism in
South Africa and found that only 30% of LSEN (Learners with
Special Education Needs) schools in South Africa provide for
learners with ASD. Using the standardization of 10 cases of ASD
in every 1000, it is estimated that there are currently between 2
and 21% of learners with ASD who are being schooled in South
Africa (23).

Residential and Employment
Opportunities Post-School

Participants were asked to reflect on the possibilities of an ado-
lescent with autism leaving home and gaining employment after
having left school. The responses have been understood in three
areas of interest: their thoughts on moving out, the possible ben-
efits and the obstacles that are perceived to prevent the possibility,
and the perspectives on employment possibilities.

The decision with regard to alternate residential possi-
bilities seems to be approached with great difficulty. Participants
expressed feelings of fear and concern, as well as uncertainty with
regard to available support services. Although benefits of moving
out of home were highlighted by participants, many obstacles
were perceived to interfere with the possibility, as indicated by
the following quotations:

Half of me thinks it’s a brilliant idea for them to move
out; one of the biggest concerns is that, I so worry about
care and what happens when I'm not there to guard him
(parent 5)

To some extent I think it is beneficial, although it
will be very tough, both for the parents and the person.
You know the parents are used to supporting the person
in every step of the way, and letting go can be very
traumatic. But on the other hand I can say it’s beneficial
because maybe then they have to be responsible for
their things (professional 4)

When he’s older and more adult, I think I would have
to look at it (parent 6)

These results are consistent with previous studies, which
revealed that increased independence from the family was viewed
as beneficial for quality of life of the individual and the family.
Wehman et al. (7) highlight the importance of independence
from family and confidence in making decisions as two pinnacle
areas during the transition period. However, the decision and
process are difficult and therefore is often delayed (2, 3). Despite
some evidence that the benefits of residential placements include
decreased stress of constant caregiving, limiting activities, and
social isolation, and decreased concerns when parents aged
(4), there was some resistance from the participants to have an
individual with autism placed in residential care facility. The
theoretical understanding of the benefits are thus hindered by the
fear and uncertainty felt by family members. Increased awareness
of the positive impact on the family is needed, alongside a wide
range of possibilities for residential provision. Once again, quality
of life is perceived to be possible; however, increased support is
required in order to implement the planning.
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Compared to the possible benefits, the obstacles were more eas-
ily identified by the parents and professionals. The most common
obstacles reported by participants included concerns that there is
no available support for the learners with autism, as services are
generally provided for learners with special needs, but not autism
specific. Participants feared that the individual with autism might
be misunderstood or taken advantage of. Communication diffi-
culties and the inability to express discomfort or abuse on the part
of the individual with autism added to the perceived vulnerability.

I wouldn’t know if someone was hurting him or not,
I wouldn't know if he’s okay or not, and nobody else
would understand him, nor have the patience with him
(parent 2)

I haven’t heard or seen anything yet that makes me
think, this would be a good idea (parent 1)

Participants in the study perceived employment of people with
ASD to be an important goal and one which was considered to be
readily obtainable. Unlike typically developing individuals, there
was a general sense that those with autism are better employees
as they are dependable and loyal. Employees with autism were
perceived to be valuable employees as they are reliable, trustwor-
thy, honest, methodological, and with limited interest in social
distractions. High levels of intensive support would initially be
required by adolescents with ASD; however, it needs to be recog-
nized that “youth with ASD have significant untapped potential
that has been underappreciated” (7). They are unlikely to “job
hop” when compared to their counterparts, as illustrated by the
following excerpts:

Employment and residential facilities are extremely
needed, especially for people with autism, because they
need to survive and need semi-independent set up later
on in their life because parents are not going to be with
them forever (parent 3)

I think it’s a possibility and I think it’s fair and I think
why should they not have employment, I think if it’s
reasonable, and I think it's important. I think everybody
wants to be valued in that way (parent 1)

Employ a person with Autism; I think you won't
regret it (professional 5)

Personally, I would think they would be the best
person to employ, depending on the work. They are
reliable (parent 1)

Given the right support, given the right attitude
they can do things that maybe you and me wouldn’t do
(professional 4)

Hagner and Cooney (24) suggest options for methods of
modification and preparation, which would support commu-
nication and structured tasks in the workplace, and overcome
some obstacles for people with autism. Wehman et al. (7) also
suggest that “challenges faced by youth with ASD on completion
of high school could be improved with a transition-focused
education,” and make some suggestions with regard to positive
practices. An employer would need to be understanding, patient,

and accommodating, and a facilitator would need to support
the employer and the employee during the transition. Support is
required in modifying tasks and environments, aiding communi-
cation, and teaching appropriate behavior. In general, respondents
agreed that adults with autism would not cope within a fast pace,
demanding or high pressure position, and would engage in a task
with increased ease and precision if not reliant on social interac-
tion. Taylor and Seltzer (25) caution though that even if employ-
ment is gained, the employee is most likely to be underpaid, due
to only menial jobs being acquired as a result of the inadequacy of
the service system to accommodate for the needs of individuals.
There is a need to examine the role of future employers and their
training for employees with ASD is required.

Implications and Limitations of the Study
The results of the present study suggest that for a successful and
smooth transition of adolescents with ASD to adulthood, there is
a need for adequate and appropriate preparation, which should
include provision of supportive structures, as noted in the curric-
ulum reforms required, and the planning perceived as necessary
to support the transition process. Suggested support structures
would include preparation of the adolescent and involvement
in the process of choice making; improved training for profes-
sionals; collaboration between school and home interventions
and goals; increased awareness within the community; practical
implementation techniques; involved teams, adapted curriculum,
and relevant IEPs; and more information on relevant options and
planning for the period of transition within individual contexts.
Families need increased support and understanding in order to
better manage this period of stress, as the findings show signifi-
cant emotional difficulty for parents and professionals. Improved
access to information would increase decision making and
coping strategies when considering residential and employment
possibilities, and prove beneficial for not only the individual but
for the family, professionals, and hopefully have a positive impact
on the community.

In terms of the limitations, although the present study laid the
groundwork for a larger study, the small sample size precludes
generalization of the findings to the entire population with ASD.
The experiences of fathers were not taken into account, as only
mothers accepted the invitation to participate in the study. This
study acts as a springboard for much needed further research
within South Africa.

CONCLUSION

Transition of adolescents with autism into adulthood is a chal-
lenging and stressful time for parents and professionals involved
in trying to prepare them, mostly due to fear and uncertainty
with regard to what the future holds, as well as a sense of not
having done enough to support them, as a result of the scarcity
of resources and support. The findings of this study are consid-
ered relevant within the South African context as they provide
insights into the challenges faced by adolescents with autism and
support required. Given the continual increase of autism and
the normal life expectancy of individuals with autism, increased
awareness of the possible implications on society is required.
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With appropriate attention and support structures, individuals
with autism can attain a reasonable quality of life, including
residential, employment, and social opportunities. Increased
awareness of possibilities within residential, vocational, and
adult services are required, and training facilities and univer-
sities could play an increasingly important role in preparing
professionals to better understand and support adolescents with
autism and their families.
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