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Introduction

The challenges of adults with autism spectrum disorder in transition to adulthood are
complex and multilayered. While some adults with autism live independently, many encounter
serious barriers in major life areas that make them unable to work and live without support.
Difficulties with social communication, sensory processing, and executive functioning can
impact the major life areas related to employment, housing, and daily life. Added to this are
challenges related to a lack of access to specialized resources and various social stigmas, both of
which act to further limit their opportunity for independence. Additional research will be
required in order to delve into specific challenges adults with autism face and identify methods

by which they successfully surmount them and gain better independence.

Thesis

Although complete independence for every adult with ASD is an unattainable dream, the
ability to live an independent life can be significantly facilitated by a combination of tailored
supports and proactive planning. Such a process has to balance formal supports-like vocational
training programs and adult services-along with the provision of informal supports, which will
include family and community. Early transition planning, beginning in the adolescent years,
makes sure that those with autism learn important life skills, while targeted interventions address
major challenges: social communication, sensory sensitivity, and executive functioning.

Depending on the severity of their needs, the type and extent of required support may vary, but



this blended approach begets a way toward greater self-sufficiency and an improved quality of

life for adults with autism.

Literature Review

The existing literature indicates both formal and informal support that are important in
promoting independence among adults with autism. For instance, Donovan (2015) and Schall
(2010) note workplace accommodations, job coaching, and employer training as the necessary
pieces in stigma reduction and improving employment outcomes. At the same time, research
points to family members, advocacy organizations, and government policies as being critical in
providing employment and daily living support. Notwithstanding these advances, there are still
considerable gaps in understanding of the full range of struggles toward independence for adults
with autism, particularly with respect to early intervention and transition planning. One of the
strong themes threading its way through the literature is the interdependence between a person
with autism and their reliance upon formal and informal support systems. Indeed, less formal
supports, such as family networks, supplement more formal services provided by professionals
such as therapists and vocational trainers. Furthermore, transition planning is greatly needed
during adolescence to equip individuals with skills for adulthood, but most are either
underfunded or ill-structured. It is this lack of resources and guidance that leads to poor
postsecondary outcomes among individuals with autism. There are significant research gaps
regarding the effectiveness of current support systems and transition programs, especially in the
varied needs of individuals with autism of different severities. Moreover, little, if any, attention

has been given to post-pandemic challenges that are increasingly relevant, including the



over-reliance on digital tools and remote work environments which strongly influence the
opportunities of people with autism. Behavioral challenges including, but not limited to,
inflexibility, hyperactivity, and sensory sensitivities present considerable obstacles to integration
in the workplace. According to Schall (2010) and Test et al. (2014), such studies demonstrate
that targeted vocational training with supported employment programs result in significantly
improved outcomes for employment, including higher job retention rates and greater workplace
success with ongoing support. The results from the Waisman Center and the ASD in Adulthood
Project suggest that early transition planning and structured community-based services yield
more sustainable independence. Taken together, these findings stress the importance of holistic
approaches that integrate formal programs with informal supports to fill the gap toward
independence. In all, the literature highlights several of the challenges and some of the possible
strategies toward ensuring self-sufficiency among adults with autism; however, more
comprehensive research is still needed on how individualized and scalable solutions can meet

their specific needs.

Although it's true that not all people on the severe end of the autism spectrum may be
fully independent, this is certainly not true for everyone else. While we cannot say this about
every individual, specially designed interventions and supports allow a large number of persons
on the autism spectrum to live meaningful, productive and independent lives. Independence is
not a yes/no proposition; it is a range of possible outcomes. It does not exclude reliance on
support systems. Independence can coexist with support in that it's about self-determination and
living with agency, even when those lives are supported. After all, many neurotypical individuals

also depend on networks of support and are not considered "dependent." It is not necessarily a



zero-sum game that for independence quality of life must be sacrificed. Teaching daily living
skills, job training, and social network development facilitate both independence and happiness.
Programs can value autonomy and well-being so that individuals with autism reach their full

potential in a manner that is consistent with personal preference.

Methodology

This study will adopt a survey-based methodology in the collection of quantitative and
qualitative data about the experiences and support systems of adults with Autism Spectrum
Disorder and their families. Data collection shall be done through surveys from manifold
perspectives: the adult with ASD, family members, and professionals like job coaches and
therapists. Family members and caregivers will be asked about challenges faced by adults with
ASD, the dependence of adults with ASD on formal and informal support systems, and the
sufficiency of resources. Adults with ASD will be asked to report on their own experiences
related to independent living, employment, and daily living skills. Professionals will be asked to
indicate strategies utilized in supporting adults with ASD and perceived efficacy of current
services. All data from the survey would be analyzed using statistical tools in order to find the
occurrence of trends and patterns by descriptive statistics. Also, all participants' data was kept
confidential, anonymized, and unattributed throughout the analysis and in the reporting. Hence,
this research relies on various survey data from diverse groups on actionable insights into

improving life qualities and support systems for ASD adults.

Appendix



Title: Research Survey: Understanding the Needs and Support Systems for Families of
Individuals with Autism Spectrum Disorder (ASD)

Description: None of these questions are mandatory because I respect your privacy and I do not
want to make anyone uncomfortable, but please try to answer every question thoroughly and
give as much detail as possible. Your time and feedback is much appreciated and with research
like this we can create greater communities for people with ASD :)

Section 1

What is your relationship to the individual with ASD?

(Parent/Guardian/Sibling/Other)

Age of the individual with ASD:

(6-12 years/13-17 years/18-24 years/25+ years)

Section 2 Challenges and Independent Living
What are the primary challenges faced by the individual with ASD? (Select all that apply)
(Social communication difficulties/Sensory sensitivities/Behavioral challenges/Difficulty with

daily living skills/Educational challenges/Employment challenges/Other:)

To what extent do these challenges impact their ability to live independently?

Not all (1-10)Significantly

How much does the individual rely on others for daily support?



Completely dependent (1-10)Fully independent

Section 3 Sources of Information and Support
Where do you seek information and support regarding ASD? (Select all that apply)
(Health professionals (e.g., doctors, therapists)/Educators/Parent support groups/Advocacy

organizations/Websites and online resources/Family and friends/Other:)

How would you rate the quality of the information and support provided by the following
sources? (Health professionals)

Poor(1-5)Excellent

How would you rate the quality of the information and support provided by the following
sources? (Educators)

Poor(1-5)Excellent

How would you rate the quality of the information and support provided by the following
sources? (Parent groups)

Poor(1-10)Excellent

How would you rate the quality of the information and support provided by the following
sources? (Websites)

Poor(1-10)Excellent



How would you rate the quality of the information and support provided by the following
sources? (Family and friends)

Poor(1-10)Excellent

Do you find informal support systems (e.g., family and friends) helpful in reducing stress?

(Yes/No/Sometimes/Not Sure)

Is the individual with ASD currently employed?

(Yes/No/Looking for a employment)

Section 4 Employment and Vocational Support

What are the main barriers to employment faced by the individual with ASD? (Select all that
apply)

(Lack of vocational training opportunities/ Workplace stigma or discrimination/Sensory

sensitivities in workplace environments/Limited social communication skills/Other:)

What types of employment support services does the individual use? (Select all that apply)
(Job coaching/Employment support programs/Vocational training/Workplace

accommodations/Other:)

How effective have these services been in supporting employment?

Not Effective(1-10)Very Effective



What additional support would be helpful for improving employment outcomes?

(short answer)

Section 5 Transition Planning and Independent Living Skills
Was there a structured transition plan in place during high school?

(Yes/No/Not yet)

How effective was the transition planning in preparing the individual for adulthood?

Not effective(1-5)Very effective

What daily living skills does the individual with ASD struggle with? (Select all that apply)
(Cooking/meal preparation/Personal hygiene/Managing finances/Transportation/Time

management/Other:)

What types of community-based services or mentoring programs have been most helpful?

(Long answer)

Section 6 Recommendations and Feedback

Description: Please go as in-depth and detailed as possible. Mention anything you wanted to add
on that wasn't in the survey for example personal anecdotes or your own experiences and
examples :)

What do you believe would make the biggest difference in improving the quality of life for
individuals with ASD and their families?

(Long answer)
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Additional comments or suggestions (Any type of response and information will be helpful and
appreciated)

(Long answer)

Survey analysis

Responses in the survey give a better understanding on the challenges faced by people
with ASD and their families, coupled with the effectiveness of the existing supporting systems.
The most frequent responses have to do with challenges that touch on social communication.
This aspect hinders one's ability to communicate, understand social cues, and interact with others
through relationships. Of the most central barriers in everyday functioning, many participants
pointed to sensory sensitivity to noise, light, or texture, which also often leads to behavioral
challenges in the form of meltdowns. Many indicated that daily living skills, such as cooking,
hygiene, financial management, and driving, are restricting their ability to live independently.
Some of the educational and employment challenges included a general lack of vocational
training opportunities, workplace stigma, and sensory sensitivities in work environments as
major employment barriers. The impact of these independence challenges is immense, with the
largest percentage falling between 8 and 10 on the scale of 10. This level of dependency
indicates that most require some form of support, which has been identified to range from mid to
high, with some just needing little support while others need full care from a carer. Families seek
information and support from a range of sources, including health professionals, educators,

parent support groups, websites, and family and friends. The support provided by the parent
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support groups and online was rated as high quality, but the information and assistance received
from health professionals and educators were more often rated as being provided at a moderate
level, suggesting scope for further improvement in these areas. Employment barriers reported
included a lack of training, stigma in the workplace, and sensitivity to certain senses. Responses
from families varied when it came to the effectiveness of support services such as job coaching
and workplace accommodations, from 1 to 8 on a 10-point scale. Daily living skills of concern
included cooking, personal hygiene, financial management, and transportation. Family-identified
daily living skills challenges included those associated with cooking, personal hygiene, financial
management, and transportation. Transitional planning during high school was mixed, with some
reporting helpful structured plans, while others indicated a lack of sufficient planning or support.
Mention of useful community-based services and mentorship programs such as ABA therapy,
occupational therapy, and social skills training was reported to be very beneficial. Community
inclusion and family acceptance were being emphasized so much by these families, with more
supportive suggestions on how increasing awareness and education on ASD would lessen stigma
in making supportive environments. The respondents have also pointed out that in order to
enhance the quality of life among people with ASD, individualized and personalized support is
highly required, as "one size does not fit all". Other areas of improvement that were pointed out
included early intervention, community involvement, and financial support. In the additional
comments, many identified that figuring out the abilities of these people with ASD was
important while finding effective modes of communication. They look for more training and
available resources for parents to work out the typical challenges that are compounded by ASD.

They understand the importance of these studies being conducted and want to continue the
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research in trying to understand the needs of families and individuals with ASD, but also showed

awareness of ASD being extended to the general community.

Conclusion

Determining how adults with autism can achieve independence is crucial for improving support
systems and policies. Though many experience barriers to social communication, sensory
sensitivities, and cognitive functioning, a combination of formal support (such as job coaching
and vocational training) and informal networks (such as family and advocacy groups) can foster
independence. The level of support needed would, therefore, vary with the individual's needs;
early intervention and transition planning are very important in developing skills for adulthood.
A personalized, blended approach that adapts to each individual's severity and needs can help

adults with autism achieve a more independent and fulfilling life.

References

e Christon, L. M., Mackintosh, V. H., & Myers, B. J. (2010). Use of complementary and
alternative medicine (CAM) treatments by parents of children with autism spectrum
disorders. Research in Autism Spectrum Disorders, 4(2), 249-259.

https://doi.org/10.1016/j.rasd.2009.09.013

e Chen, J. L., Leader, G., Sung, C., & Leahy, M. (2014). Trends in Employment for

Individuals with Autism Spectrum Disorder: a Review of the Research Literature.


https://doi.org/10.1016/j.rasd.2009.09.013

13

Review Journal of Autism and Developmental Disorders, 2(2), 115-127.

https://doi.org/10.1007/s40489-014-0041-6

Westbrook, J. D., Nye, C., Fong, C. J., Wan, J. T., Cortopassi, T., & Martin, F. H. (2012).
Adult Employment Assistance Services for Persons with Autism Spectrum Disorders:
Effects on Employment Outcomes. Campbell Systematic Reviews, 8(1), 1-68.
https://doi.org/10.4073/cs1.2012.5

Harmuth, E., Silletta, E., Bailey, A., Adams, T., Beck, C., & Barbic, S. P. (2018). Barriers
and Facilitators to Employment for Adults With Autism: A Scoping Review. Annals of
International Occupational Therapy, 1(1), 31-40.

https://doi.org/10.3928/24761222-20180212-01

Ross, J., Marcell, J., Williams, P., & Carlson, D. (2023). Postsecondary Education
Employment and Independent Living Outcomes of Persons with Autism and Intellectual
Disability. Vt.edu; Journal of Postsecondary Education and Disability.
https://vtechworks.lib.vt.edu/items/7ctf18bf-72d9-491d-ac8a-c98da50c4e29

Auld, C., Foley, K., & Cashin, A. (2022). Daily living skills of autistic adolescents and
young adults: A scoping review. Australian Occupational Therapy Journal, 69(4),

456-474. https://doi.ore/10.1111/1440-1630.12806



https://doi.org/10.1007/s40489-014-0041-6
https://doi.org/10.4073/csr.2012.5
https://doi.org/10.3928/24761222-20180212-01
https://vtechworks.lib.vt.edu/items/7cff18bf-72d9-491d-ac8a-c98da50c4e29
https://doi.org/10.1111/1440-1630.12806

