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Chapter 5: Services and Supports 
What Services and Supports Are Needed to Maximize Health and Well-Being? 
 
Aspirational Goal: Develop and implement high-quality, evidence-based, and widely accessible 
services and supports that maximize health and well-being across the lifespan for all people on the 
autism spectrum and their families. 

Introduction 
Across their lifespan, autistic people may need a range of supports and services in different areas (e.g., 
healthcare, education, social services, etc.), with adjustments to meet varying needs at different stages 
of their lives. Question 5 (Services and Supports) Strategic Plan Recommendations include supporting 
research to scale up and implement evidence-based interventions in community settings, reducing 
disparities in access and outcomes for underserved populations, and improving service models to ensure 
consistency of services across many domains. Overall, Question 5 highlights the need for accessible, 
cost-effective services that optimize the health and wellbeing of people with autism across the 
spectrum.  

There have been notable advancements in the services research portfolio from 2008 to 2020. In 2020, 
9% ($34.8 million) of autism-related research funding from Federal agencies and private organizations 
addressed issues related to services and supports.1 This reflects significant growth from 2008, when 2% 
of total funding ($4.2 million) was directed to research on services. There have been advances in recent 
years regarding the direction and priorities of autism services research and the incorporation of 
different perspectives, especially from those with lived experience.2 This includes research focused on 
supportive services post-diagnosis and during times of transition, self-directed care, increased access to 
services and supports, identifying optimal ways to support the acquisition of life skills, research 
addressing disparities in underrepresented groups, and measuring the health, wellbeing, safety, and 
mortality of people with autism. Although there has been some growth in services research funding over 
the years, there is still a need for translation of findings to community practice, as the quality and 
accessibility of services for people on the autism spectrum remains uneven, particularly in lower-
resource settings. 3 Members of the autism community have continued to voice the need for more 
services research that can significantly impact the current service infrastructure and those living with 
autism today. Adequate and sustained funding allocated towards services research will be needed to 
achieve the Question 5 Recommendations of the IACC Strategic Plan. 

Every individual on the autism spectrum has a distinct and unique set of strengths and challenges and 
may need varying levels of support in different areas. For example, some individuals on the autism 
spectrum have accompanying language and/or intellectual disabilities (ID) or other co-occurring physical 
or mental health conditions that may require specialized or more intensive services supports across the 
lifespan. A wide variety of services and supports are available to help maximize health and well-being 
among children and adults on the autism spectrum. Although some of these may be covered by 
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insurance or offered at no cost through federal and state programs, families and individuals often 
require assistance in connecting to additional specialists and resources and may be required to pay for 
certain supportive services out of pocket. The result is a “patchwork” system where families and 
individuals must identify available services and navigate multiple sources and sets of requirements, 
making it challenging to access and maintain connection to the specific services and supports that they 
need. Recent research has identified ongoing unmet needs for adequate, cost-effective services to 
alleviate some of the financial strain on autistic individuals and their families.4 In addition, research has 
revealed that families with a member on the autism spectrum are more likely to experience poverty and 
outcomes such as food insecurity due to additional cost of care, disparate access to needed services, 
and loss of income resulting from parental job loss, and that this was heightened as a result of the 
COVID-19 pandemic5, 6. This highlights the need for continued efforts to strengthen the system of 
services and supports available to assist individuals with autism and their families. 

In this chapter, we describe gains and opportunities in research on several specific service-related areas, 
including education, healthcare, health and safety, person-centered choice and planning, caregiver 
supports, housing, and workforce training. For all of the recent successes in autism services research, 
gaps in services remain for children and adults with autism and their families across a continuum of 
need.  

Education System 
Schools are one of the primary settings where children with autism receive intensive supports and 
services.7 With the growing number of autistic students entering the education system, there is a need 
to standardize the methods by which eligibility for services is determined. The No Child Left Behind Act 
and the Individuals with Disabilities Education Improvement Act (IDEA) both state that students with 
autism must have access to high-quality, research-based interventions that help support them in the 
least restrictive instructional environment that can meet their learning needs. IDEA classifies autism as a 
“developmental disability significantly affecting verbal and nonverbal communication and social 
interaction, generally evident before age three, that adversely affects a child’s educational 
performance.” However, many states, and even school districts within a given state, can differ in their 
interpretation of the “educational impact” required for an autism classification according to IDEA, given 
limited guidance to define this concept.8 Research has highlighted discrepancies between educational 
eligibility for autism-related services as compared to clinical diagnoses of autism, where more girls than 
boys may be lost in educational vs. clinical diagnoses.9 This inconsistency may result in the absence or 
lack of services provided to students with autism, or access to services under different eligibility 
criteria.10 In order to match students with effective services and supports, classification systems need to 
be sensitive to the characteristics that are most valid and distinguish between students with autism-
related traits and those without.11 Determining eligibility criteria for appropriate, tailored educational 
supports and services remains an area of opportunity for continued research. 

Federally funded programs such as the U.S. Department of Education’s National Professional 
Development Center on ASD have aimed to improve outcomes when students are the recipients of 

https://autismpdc.fpg.unc.edu/
https://autismpdc.fpg.unc.edu/


2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

3 

 

evidence-based practices (EBPs). More research is needed to further our understanding of the evidence-
based practices that are most effective for students with autism.12 Furthermore, research suggests that 
an educator’s individual attitudes about EBPs can influence their use of these practices with children 
with autism in public schools.13 Strategies targeted at individual provider (teachers and staff) attitudes 
towards these practices might improve the rates of utilization of  EBPs in classrooms. Additionally, 
optimal leadership (i.e., principals, administrators, etc.) behaviors are associated with a positive school 
climate for EBP implementation.14 Given the number of EBPs that teachers and classroom staff may aim 
to use simultaneously, future research can work to shed light on strategies to implement numerous 
EBPs in various settings, with the goal of improving educational outcomes and mitigating failed 
implementation.15  

Currently, the public education system is not adequately preparing students with autism for adulthood. 
Research suggests that Individualized Education Program (IEPs) for students with autism in their final 
year of school may not be consistently meeting the standards outlined by law or best practice 
recommendations necessary for successful transition from high school.16-18 Less is known around the 
preparation of autistic students enrolled in charter, private, and home schools. Before students 
graduate from high school, curricula could focus on building skills for students to be successful in the 
workplace, including introducing Project-Based Learning (PBL) and encouraging students to seek out 
paid apprenticeships. PBL helps prepare students for the workforce by building teamwork and 
interpersonal skills and allows them to explore their learning and communication styles. Studies show 
that project-based, team-centered problem-solving can help individuals build skills at their own pace 
and increase engagement.19, 20 This could be due to the fact that PBL allows students to use practical 
thinking as they make decisions and discover solutions about issues that interest them.21 Other 
programs, such as Unstuck and On Target, can help students build executive functioning skills, which are 
also essential for maximizing post-secondary outcomes. 

Apprenticeships are paid positions that include on-the-job training integrated with classroom instruction 
and usually conclude with the individual earning a nationally recognized credential.22 The Office of 
Disability Employment Policy (ODEP) funds the Partnership on Inclusive Apprenticeship (PIA) which 
provides technical assistance around inclusive recruiting, teaching, and on-the-job training practices. 
Mentorship plays a large role in the experience of apprentices, as many of them have limited exposure 
to the industry.23 Further research is needed to develop best practices to help youth with autism 
develop the life and vocational skills necessary to support successful outcomes after exiting the 
education system.  

Healthcare System 
Insurance Coverage 
Health insurance remains an important component of ensuring access to and utilization of autism 
services and supports. Across the U.S., there is wide variability in the kind, amount, and extent of service 
coverage for certain services and supports for individuals with autism and their families. One important 
funding stream for reimbursement of health services provided to individuals with autism is the Medicaid 

https://www.unstuckandontarget.com/
https://inclusiveapprenticeship.org/guide/
http://www.medicaid.gov/
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program. Jointly operated between the states and the Federal government, Medicaid provides 
healthcare coverage for individuals below certain income thresholds. Income and eligibility 
requirements can vary by state. Among a menu of both mandatory and optional services, a variety of 
services and supports may be covered by Medicaid, such as case management, rehabilitative services, 
and physical, occupational, and speech therapies. The Early and Periodic Screening, Diagnostic and 
Treatment (EPSDT) benefit mandates the provision of medically necessary services found at section 
1905(a) of the Social Security Act, including screening, diagnostic, and treatment services, for Medicaid 
beneficiaries under the age of 21.  

If a family earns too much income to qualify for Medicaid and their child is not covered under a group 
health plan or other creditable health insurance, publicly funded health insurances may be obtained 
through the Children’s Health Insurance Program (CHIP). The program is funded jointly by states and the 
federal government. Every state administers its own CHIP program with broad federal guidance from 
the Centers on Medicare & Medicaid Services (CMS). Coverage for ABA and other autism services under 
the CHIP program varies by state. 

Waiver programs are used to deliver certain kinds of services for people with disabilities. A Home and 
Community-Based Services (HCBS) waiver program approved by the federal Centers on Medicare & 
Medicaid Services (CMS) allows states to offer a broad range of long-term services and supports to 
individuals in their homes and communities, instead of institutional settings. Nearly all states and DC 
offer HCBS Medicaid Waivers. States can offer a variety of autism services under an HCBS Waiver 
program, such as intensive individual support services, respite care, and adult life planning.24 HCBS 
Waivers can help to meet the service needs of people with autism and decrease their unmet healthcare 
needs.25-27  

Many families use private insurance to cover health care costs. By 2019, all 50 U.S. states had enacted 
private autism insurance mandate legislation requiring coverage of autism-related services. 28 Further, 
forty-seven of these states clearly specify coverage for ABA in their mandates. 29 Research suggests that 
mandates for private insurance to cover certain autism services can relieve some of the public sector 
cost of autism care and increase utilization of autism services, but this often is accompanied by shifts in 
costs to commercial insurers and families.29-32 Once the law for an autism mandate is enacted in a given 
state, research suggests that the number of children receiving services increases with each passing year, 
and rates of ASD diagnosis and service utilization subsequently increase as well.30, 33, 34 

Research is also beginning to evaluate whether the type of health care coverage has an impact on the 
services an individual receives. A recent study found that privately insured children with autism are less 
likely to have health insurance plans that covered a fuller range of needed services compared to children 
on public insurance.35 Additional work has found that children with autism enrolled in Medicaid were 
more likely to have visits to occupational therapists, physical therapists, and behavioral therapists 
compared to children on private insurance.32 Furthermore, research indicates that children with autism-
related HCBS Waivers are more likely to have outpatient visits and less likely to have inpatient visits and 
long-term treatment than children without HCBS Waivers.36 A recent review found preliminary evidence 

https://www.medicaid.gov/about-us/beneficiary-resources/index.html
https://www.medicaid.gov/medicaid/benefits/epsdt/index.html
https://www.medicaid.gov/medicaid/benefits/epsdt/index.html
https://www.autismspeaks.org/childrens-health-insurance-program
https://www.medicaid.gov/chip/state-program-information/index.html
https://www.medicaid.gov/medicaid/hcbs/authorities/1915-c/index.html
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that HCBS waivers for people with intellectual and developmental disabilities benefit states 
economically, reduce unmet healthcare needs, increase parental ability to continue working, and reduce 
racial disparities in care access.25 Despite these promising developments, it is estimated that 
approximately 30% of children with autism still do not receive the services they need.37 Further research 
in this area is needed in order to ensure consistency of care and services received by individuals with 
autism and their families. 

Service Delivery Models 
The medical home model of care, developed by the American Academy of Pediatrics, is a family-
centered teams approach to providing and coordinating medical care and facilitates communication of 
condition-specific needs and smooth transitions between providers/offices.38 Research has shown that 
the medical home model facilitates access to care for autistic children. Parents of autistic children who 
participate in a medical home report fewer unmet needs than those who did not. 39 Autistic young 
adults who participated in a medical home were also three times as likely to receive healthcare 
transition services as those without a medical home.40 Research also shows that the presence of a 
medical home is associated with increased parent reports of shared health care decision-making, receipt 
of preventive pediatric care, and reduced frustration in accessing services.41 This suggests that a medical 
team approach to pediatric care can facilitate the provision of person- and family-centered, organized, 
and coordinated healthcare supports and services for people with autism and their families. 

Mental Health Services and Supports 
Co-occurring mental health conditions are more prevalent in the autism population than in the general 
population,42 including anxiety disorders, depressive disorders, bipolar and mood disorders, 
schizophrenia, and attention-deficit/hyperactivity disorder.43 Recent studies have also focused on 
“masking” or “camouflaging” behaviors in autism, which include strategies individuals may use to hide 
their autistic characteristics so they can fit in better socially.  Masking creates stress for the individual, 
however, and can lead to mental health issues and burnout. Studies suggest that these behaviors are 
associated with mental health challenges such as depression, stress, and anxiety.44-49 Research has also 
suggested that autistic children experience a greater number of adverse childhood experiences (ACEs) in 
their family and community environments that may later impact their mental and physical health.50-52 
ACEs include issues such as family divorces, deaths, abuse, neglect, family illness, incarceration, or 
substance abuse, discrimination, and poverty. Autistic students have reported that mental health issues 
interfere with their success in school and that they have difficulty identifying and accessing needed 
supports.53-55 For both children and adults with autism, access to high quality mental and behavioral 
health supports to address these needs among autistic individuals is essential56, 57. Studies have also 
suggested that autistic people are at higher risk of suicide than the general population.58 Progress is 
being made in understanding risks for suicide and developing tailored approaches to suicide prevention 
in autistic individuals.59-61 Additional research efforts are working to bridge the gap between behavioral 
and mental health through the validation of new tools and instruments that can facilitate symptom 
recognition by both autistic people and professionals.62 
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Dental Care 
Autistic individuals may struggle with maintaining healthy dental hygiene.63, 64 This could be due to a 
combination of sensory issues related to sights, sounds, and smells while in dental provider offices, 
communication issues, and poor dental habits at home.65 For some autistic individuals, intravenous (IV) 
sedation for dental procedures may be necessary, but the cost for anesthesia administration may not be 
covered by insurance, creating a burden for some families. Further, autistic children may have major risk 
of developing tooth decay, periodontal lesions, and alterations of the oral microbiome due to the 
aforementioned sensory issues, as well as oral trauma due to self-injury.66 Many of these issues can be 
reduced through preventative approaches, such as personalized educational models, as well as 
environmental alterations to dental offices to accommodate sensory issues related to autism. Research 
is beginning to evaluate the effectiveness of environmental alteration approaches (e.g., dimmed lights, 
images shown on ceilings, calming music, and tactile pressure using weighted vests).67 Additional work is 
needed to determine how to scale these approaches in various community service settings. Trainings for 
families to use with their children and for autistic adults, as well as trainings for dental health providers 
are emerging and may be one helpful approach.68, 69 The National Institute for Dental and Craniofacial 
Research publication of a Practical Oral Care Guide for People with Autism is one example of recent 
educational efforts to address oral health in individuals on the autism spectrum.70 In a recent study 
funded by NIDCD, researchers discussed how collaboration between dentists and occupational 
therapists to optimize the dental clinic environment and help autistic patients emotional regulation and 
familiarization with dental procedures can create an approach that works well for individuals with 
autism.65, 70 For autistic adolescents and young adults, transition to different insurance coverage remains 
as a potential barrier to continued dental care, with the potential risk of a drop in coverage for a 
prolonged period of time or a lack of coverage for a particular procedure.71 Additional research is 
needed in the area of improving access to cosmetic dental procedures and the physical and mental 
health benefits of these procedures.    

Appropriate Services to Address Health and Safety Concerns 
Many autistic people have coexisting mental and physical conditions.72 These higher rates of health 
complications throughout the life course may result in elevated risk of early mortality. Research shows 
the causes of death to be diverse, including chronic conditions (such as cancer and seizures), accidents 
(such as choking on food and accidental poisoning), and health complications due to medication side 
effects.73 Additionally, the research suggests that even though autistic individuals die more by suicide 
and present with more self-harm than do their non-autistic peers, the association can be explained by 
co-occurring mental health conditions.74, 75 To address these significant health disparities, it is necessary 
to increase implementation of services, evidence-based approaches, and trauma-informed care.76-78 
Additional research around improved access to appropriate preventative mental health services and 
supports across the lifespan may also ameliorate mortality rates seen in the autistic population. 
Victimization remains a concern among autistic populations, particularly with regard to sexual violence, 
physical and online bullying/harassment, financial exploitation, and maltreatment.79-81 Professionals and 
providers must be properly trained to provide optimal support for autistic populations experiencing 
victimization. In addition, there is a need for more training and supports to help autistic people learn 
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how to recognize exploitative behavior, advocate for themselves, and seek help from others when 
needed. Individuals with communication challenges, intellectual disabilities, and/or high support needs 
may be particularly susceptible to victimization, health complications, and early mortality. Services to 
address health and safety issues must therefore be appropriately tailored to meet the needs of these 
subsets of the autism community. 

There also is a need for the healthcare system to emphasize increasing access to health services in 
underserved populations and cultural competency among service providers. Language barriers have 
already been noted as a factor in the decreasing number of hours of direct services received by non-
English speaking families compared to English-speaking families.82 For example, a substantially lower 
percentage of Latino children receive school-based occupational therapy (OT) and physical therapy (PT), 
and a moderately lower percentage receive PT outside of school compared with non-Latino White 
children.83 Additional research is needed to improve access to supports and services for families with 
limited English proficiency. Further, there is a need to understand and consider diverse experiences, 
preferences, and values in the design and provision of autism services for families and their children.84  

Overall, it is important to continue to support research to test quality services and supports as well as 
evidence-based interventions that can be scaled up and implemented in any community setting and be 
accessible through health insurance coverage. Although additional research on the utilization of 
community-based organizations is needed, studies suggests that with greater adoption, implementation, 
and sustained utilization of evidence-based practices within community-based care settings, there can 
be significant improvement of appropriate service delivery to individuals with across the spectrum.85, 86 
Additionally, efforts to improve access to high quality autism-related mental health services would 
require explicit attention to the organization and financing of these mental health services.87 

Law Enforcement and Safety 
Law enforcement plays a key role in responding to incidents involving the safety of individuals with 
autism and developmental disabilities. Wandering, or elopement, behavior presents safety risks for 
some autistic individuals and is one type of safety-related issue that often involves law enforcement. 
Approximately one in four children with autism exhibit wandering behaviors away from supervision each 
year, with about one in five cases resulting in fatalities.88 Most of the adverse incidents resulting from 
wandering episodes include unintentional drowning and motor vehicle accidents. For example, in 
incidents of unintentional drowning near bodies of water around a child’s residence, wandering was the 
most commonly reported activity that precipitated this outcome.89 Improvements in swim skills have 
been observed in autistic children participating in learn-to-swim programs, however, additional focus 
must be provided on ensuring all autistic individuals have access to these swimming instruction 
programs.90 Because the risk for elopement increases with the severity of autism and with co-occurring 
intellectual disabilities, many of the individuals at greatest risk have limited language and may not be 
able to tell first responders their names, addresses, or phone numbers if they get lost.91   

In 2017, Congress passed Kevin and Avonte's Law, honoring the memory of two boys with autism, Kevin 
Wills and Avonte Oquendo, who drowned while wandering. The U.S. Department of Justice has led the 

https://www.congress.gov/bill/115th-congress/senate-bill/2070
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implementation of Kevin and Avonte’s Law, supporting numerous grant awards for wandering 
prevention and training of law enforcement departments across the U.S. on how to manage cases of 
wandering by children with autism and other developmental disabilities to maximize speed and safe 
return home of the children.92, 93 In addition, The Department of Justice and Vera Institute have 
collaborated on a program called Serving Safely to train law enforcement on how to have safe 
interactions with individuals with mental illnesses and developmental disabilities in a variety of different 
law enforcement situations.93 Additional resources are needed to adequately support and train 
caregivers and service providers on the risks of wandering. Such resources could include increased 
access to tracking technologies, improved IEP changes to address wandering, swim instructor trainings 
that focus on the needs of autistic students, and additional support from pediatricians on wandering 
mitigation strategies.94, 95 Additionally, more research is needed in the utilization of outdoor programs to 
encourage physical activity outdoors and for the purposes of environmental exploration. Trainings that 
familiarize autistic individuals with how to safely interact with law enforcement and the use of ID cards 
and medical bracelets to help alert law enforcement to the needs of autistic people they may encounter 
have also increased the level of education of autistic people, their families, and law enforcement to 
increase the chances for positive and productive interactions. 

Some autistic individuals may have contact with law enforcement and the broader criminal justice 
system; it is important that their needs are recognized and that appropriate services are provided.96 
Current research suggests that young adults with autism were not overrepresented in the juvenile and 
adult justice systems, received similar charges and charge outcomes, and were as likely to reoffend as 
their peers.97 However, by age 21, approximately 20% of youth with autism had been stopped and 
questioned by police and nearly 5% had been arrested.98 Effective training models for law enforcement 
built around understanding and recognizing traits of autism, increasing practical skills around typical 
autistic behaviors (i.e., stimming, communication differences, etc.), and cultural responsivity with regard 
to autistic people from Black and Hispanic/Latino populations may improve community perceptions 
during these interactions and improve outcomes.99-102 Additional research is needed around best 
practices for policing procedures around evidence-gathering interviews with autistic individuals in order 
to avoid instances of coercion or unfair interactions with law enforcement. 

Ensuring Individualization, Choice, Person-Centered Planning, and Self-Direction 
People on the autism spectrum may have a wide range of support needs that evolve over the course of 
their lifespan. Due to the wide range of needs within the autism community, corresponding supports 
and services should optimally be tailored to the needs of each autistic individual. The concept of quality 
of life (QOL) serves as a conceptual and assessment framework to develop person-centered planning as 
a basic principle to guide professional practice.103 Validated QOL assessment instruments are used to 
measure personalized support trajectories to ensure that autistic individuals achieve optimal outcomes 
in the domains of life that they decide are most important to themselves and their families.104 However, 
additional research is needed around the use of QOL measurements, the outcomes associated with 
person- and family-centered planning, and a shift away from deficits-based models of autism.105  
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Legal guardianship, where a designated person has the legal right to make decisions for a person with 
disabilities, had been the standard practice for individuals with intellectual disabilities for many decades, 
but person-centered planning has offered an alternative for some families and individuals that allows for 
the person with a disability to direct their own support decisions and choices.106 A legal guardian can be 
involved in person-centered planning processes if needed or desired. There have been advances in 
person-centered planning, particularly for transition-to-adulthood planning. Within healthcare 
transition, patient autonomy is frequently cited as the ideal goal during transition planning, citing 
positive health outcomes over time.107 Additionally, shared decision-making models are more frequently 
being seen as a benchmark measure within a successful healthcare transition protocol for autistic 
individuals.108 Additional research is needed around guardianship and alternatives to maximize self-
determination and choice for individuals with disabilities.  

The role of networks of support (i.e., family caregivers, providers, healthcare workers, etc.) in ensuring 
patient-centered care has been an emerging topic within academia. For example, while family caregivers 
provide 70-90% of care for autistic people living in the community, most healthcare providers do not 
meaningfully involve family caregivers as integral components to delivering person-centered care to 
autistic individuals.109 In addition, the lived experience provided from patient- and family-centered care 
would be ideal in identifying systemic issues and “on the ground” solutions for local healthcare 
providers to optimize the supports and services offered to individuals with disabilities in their 
facilities.110   

Navigation Services 
Family navigation can serve as an important support system for families of individuals on the autism 
spectrum. Family navigators are professionals who engage with families to enhance access to early 
identification and services via shared navigation plans that help meet the family’s priorities and goals 
when navigating systems of support. These navigation services have been found to be effective in 
improving access and adherence to services over time.111 Comprehensive evidence-based family 
navigation services consist of key components including individually tailored, family-centered care 
coordination. 112 Typically, family navigation is designed to assist under-resourced families in navigating 
potentially complex systems of care. Tools designed specifically for the development of shared 
navigation plans for families following a diagnosis of autism are currently limited.113 In addition, the 
effectiveness of family navigation is related to multiple factors, including service timing, family factors, 
case management, and presumed service needs. As a result, these navigation services may be 
implemented differently across different health care delivery systems, resulting in highly variable initial 
outcomes and family experiences.114 However, the evidence of the feasibility, acceptability, and 
potential efficacy of family navigation services at increasing access and reducing time to autism-related 
diagnostic services has warranted additional research and focus on this service. Additionally, family 
navigation may help support autistic parents of young children, some of whom may be diagnosed as 
autistic as well.115 There is a noted dearth in research around the service and support needs of autistic 
parents and the strategies that may help them serve as caregivers, highlighting an area for future 
research.   
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Caregiver Supports 
Several private and non-profit organizations currently exist offering support, information, and resources 
to autistic families and caregivers. Organizations such as Autism Society, Autism Speaks, Autism Science 
Foundation, and The Arc, among others, offer various levels of support to caregivers. This support may 
often include providing opportunities and platforms to meet, in-person or virtually, for support groups, 
regional and local access to information pertinent to the care of individuals on the autism spectrum, and 
resources from others with lived experience. 

One of the most frequently identified unmet needs by parent caregivers in the literature is the need for 
respite care, which is typically a service that allows primary caregivers to take some time away and leave 
the child in the care of other formal and informal caregivers.116 Research indicates that caregivers of 
children with autism may experience impaired mental health, including anxiety and depression, a poorer 
quality of life and well-being, and higher levels of stress as compared to caregivers of typically 
developing children.117-120 In 2018, Congress passed the Recognize, Assist, Include, Support, and Engage 
(RAISE) Family Caregivers Act, paving the way for a national strategy to support caregivers, which was 
released in 2022.121 The RAISE Family Caregivers Act National Strategy includes respite care 
development strategies. The development of respite care options for caregivers must prioritize 
accessibility and affordability to achieve maximal utility. 

Sibling perspectives are often missing from the discourse around caregiver supports. Sibling support 
groups are often the least commonly reported family support service available. 122 Further, although 
siblings generally report interactions ranging from promoting their sibling’s development (e.g., 
promoting academic skills) to providing more targeted support for autism-related functional limitations, 
there is evidence of more extensive caregiving roles and parent-like roles among racially and ethnically 
diverse siblings.123 Additionally, there is evidence that broad support for the non-autistic sibling of 
individuals with autism can potentially provide long-term benefits for both siblings, including decreased 
stress, improves social skills, and improved self-efficacy.124 Privately funded programs for support of 
siblings and sibling caregivers are emerging,125 but there are more opportunities to develop this area to 
meet the needs of siblings of autistic individuals who may have a lifelong role in supporting their sibling. 

There also is a need to improve access to support resources in rural areas for caregivers of individuals 
with autism. Caregivers of individuals with autism report high levels of stress, social isolation, and poor 
mental health.126 Social and emotional support may buffer negative effects of stress for caregivers of 
individuals with autism, however, those living in rural areas may be disadvantaged due to social isolation 
and increased distance from resources.127 Healthcare professionals, including nurses, can play a 
fundamental role in supporting, educating, and connecting caregivers to other support services. It is 
important to identify and implement efficient and cost-effective ways to deliver evidence-based 
practices for autism to rural communities. Lessons learned during the COVID-19 pandemic highlight the 
potential benefit of telehealth supports and services for caregivers in rural settings in increasing 
behavioral parent training and navigation of complex health systems.128-130  

https://www.congress.gov/bill/115th-congress/house-bill/3759/related-bills
https://www.congress.gov/bill/115th-congress/house-bill/3759/related-bills
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Accessible services and supports for caregivers from underserved minority groups remains an area in 
need of additional attention. Addressing individual, family, and systemic barriers to autism-related 
service access for members of racial and ethnic minorities requires dedicated resources, implementation 
of explicit strategies and policies, and incorporation of the principles of cultural and linguistic 
competence.131 Discrimination based on race and ethnicity continues to present an obstacle to many 
caregivers. For example, research shows that Black caregivers continue to face more obstacles such as 
systemic bias and interpersonal racism when seeking supports and services compared to White 
caregivers of autistic individuals.132-134 Additionally, many families may forego family employment due to 
the long-term care of a child. These lost earnings were estimated to reach about $18,000 per year, with 
families from underserved groups being disproportionally affected.135 Affordable, evidence-based 
services available using culturally competent methods should be a priority for the benefit of caregivers 
from racial or ethnically underrepresented groups.  Private organizations like Color of Autism, Sankofa, 
and Grupo Salto have emerged to offer support for parents and caregivers of autistic children and adults 
from minority communities, but more groups like these are needed. 

Caregiver supports for aging parents of autistic adults remains an area in need of additional research 
and focus. Parents of adult children with autism often experience declining health, as well as shrinking 
informal social support systems, while caregiver burden remains constant or increases.136 The high 
demands of caregiving are of particular concern for the parents of adults with high support needs, as 
there are often few community resources (such as day programs) available. In addition, costs associated 
with caring for an adult (e.g., medical care, respite care, transportation, etc.) can increase over time, 
while aging parents’ income may either remain constant or decrease, particularly as they face health 
challenges and changes in income due to retirement.137 As the growing number of people with autism 
enter late stages of adulthood, supports for older and aging caregivers remains an area of urgent need 
and additional research. Supports around navigating planning for succession of guardianship from 
parents to siblings and/or appointed legal guardians in situations where guardianship was needed is an 
important need, especially for older and aging caregivers. Supports for family caregivers on financial 
planning for the care of individuals who require intensive lifelong supports is another critical need. 

Ongoing Areas of Need 
Accessibility and Waitlists 
The availability of services and supports is a key measure of their quality. Long waitlists have resulted in 
a two-year difference between the earliest signs of autism and the average age of diagnosis,138 with 
minoritized populations waiting even longer to be evaluated.139 Depending on state policies, autistic 
adults who need services and supports may spend time on long waiting lists as well. These autistic adults 
and their caregivers report unmet needs around functional skills training, employment or vocational 
services, and mental and behavioral health services while waiting for HCBS services.140 Recent legislation 
has been passed in some states to decrease waiting times.141 Further disparities have been noted, as 
recent research suggests that the socioeconomic status of a neighborhood is a factor in availability and 
proximity of services.142 Because many services for autism are delivered via outpatient models, logistic 
barriers, such as transportation, childcare, and job accommodations, must be addressed to enhance 

https://thecolorofautism.org/
https://sankofa-group.herokuapp.com/
https://gruposalto.org/
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families’ ability to appropriately access services.143 While there are indications that telehealth may be 
one way to deliver diagnostic services more efficiently to cut down on the wait time, further research is 
needed to establish the validity of diagnostic assessment through telehealth tools for children and 
adults and train and increase the number of service providers across a range of geographical and 
socioeconomic settings to connect individuals to timely diagnostic services.144-147   

Families from racial/ethnic minority backgrounds are under-represented in evidence-based 
interventions and services in autism.148-150 Language barriers have been noted as a factor in the 
decreasing number of hours of direct services received by non-English speaking families compared to 
English-speaking families. For example, a substantially lower percentage of Latino children receive 
school-based occupational therapy and physical therapy as compared with non-Latino white children.83  
Additional research is needed to improve access to supports and services for families from diverse 
backgrounds and for whom English is not their primary language.  Further, there is a need to increase 
cultural competency among service providers151 and consider diverse experiences, preferences, and 
values in the design and provision of autism services for families and their children.84 

The “Services Cliff” 
As the need for services and supports remains a constant throughout the lives of people on the autism 
spectrum, ensuring high-quality services is key to achieving positive outcomes. As autistic youth 
transition to adulthood, a frequently noted disparity is the steep drop-off in the amount of supports and 
services available for adults compared to those available to younger children and adolescents with 
autism, particularly those offered through the school system under IDEA. 150 Unmet needs such as 
speech/language therapy, one-to-one support, occupational therapy, medication management, and 
social skills training often follow an individual’s exit from the educational system and entry into the adult 
service system152. This drop-off in service availability and utilization upon reaching adulthood is typically 
referred to as the “services cliff.”.153, 154 Autistic individuals with co-occurring intellectual disability may 
be especially vulnerable to the effects of falling off the services cliff.155 Youth with autism and co-
occurring intellectual disability may already be more likely to experience unmet mental health care 
needs and receive poorer quality of care than the broader autistic population.156 Most autistic 
individuals will continue to need some types of services or supports in adulthood, but many do not 
qualify for adult services.157 It is estimated that approximately 26 percent of young adults on the autism 
spectrum receive no services – services which could help them become employed, continue their 
education, or live more independently.157 Avoiding a lapse in service provision during this critical time of 
transition into adulthood is an area of ongoing concern for the autism community.158, 159 More 
coordination of adult services is needed, as well as availability of adult services system navigators to 
assist autistic adults and caregivers in coordinating adult service plans.  

Independent Living, HCBS, Transportation, and Self-Determination 
Autistic individuals often report difficulty with achieving positive outcomes associated with independent 
living and employment.160 Services and supports aimed at facilitating independent living for adults on 
the autism spectrum should consider the challenges to independent living include autism sensitivities 
and needs that may make group living or living alone difficult, limited independent living skills, financial 
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constraints, and lack of community integration and housing options.161 For example, the Centers for 
Independent Living (CILs), supported by the Administration for Community Living (ACL), provide 
independent living services for people with disabilities, including autism. Designed and operated by 
individuals with disabilities, these programs provide tools, resources, and supports for integrating 
people with disabilities fully into their communities to promote equal opportunities, self-determination, 
and respect. 

There is a wide array of private and state-funded services aimed at supporting individuals with autism in 
competitive employment.162 The efficacy and standardization of employment related supports and 
career readiness services across states has not been adequately examined. The Supplemental Security 
Income (SSI) program provides monthly financial assistance to individuals with disabilities who meet 
federally defined income, asset, and medical eligibility criteria. There has been a steady increase in the 
number of SSI recipients with autism in recent years, despite overall declines in total SSI awards given to 
adults with mental disorders.163 However, variations in SSI awards across states could lead to substantial 
differences in access to other benefits, including Medicaid and vocational rehabilitation services, which 
often depend on SSI receipt.164  

For both those who may live independently and those who may live with a family caregiver, home and 
community-based services provide an important source of support for many people with disabilities 
who need assistance to live in the community (not in institutional or congregate care settings). Medicaid 
HCBS programs allow those who need care to receive services and supports in their homes or 
communities.165 Medicaid 1915(c) waivers in particular are a coverage option that states across the 
Unites States frequently use to provide health care insurance to specific populations for targeted 
services, including autistic individuals, although further research is needed to compare access, service 
use, and outcomes among autistic individuals across different U.S. states.166  

Services and support needs around transportation and community mobility for autistic individuals can 
vary, depending on their geographic area and individual goals, among other factors. Autistic individuals 
may encounter challenges in obtaining a driver's license, driving confidence and driving performance 
compared to neurotypical peers.167 Additionally, access to public transportation is a predictor of 
improved community participation, as well as a significant predictor of a greater number of support 
service utilization.168 Additional research is needed around strategies to facilitate public transportation 
travel training, although studies have begun examining travel planning mobile applications and related 
technologies in facilitating safe travel.169 Transportation needs are an under-recognized barrier to 
increasing independence in general, and strategies to increase independence in mobility are needed.167, 

170, 171 

The right to self-determination includes decisions around housing and activities of daily living. This 
aspect of choice remains important in a person’s ability to participate fully in their community of choice 
through independent living and residential supports. There is evidence that incorporating characteristics 
of self-determination into residential support programs may offer autistic young adults the skills to live 
independently.172 Finding affordable housing options as autistic adults age remains an issue of 
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importance throughout the lifespan in order to avoid homelessness. There is a dearth of research 
around the types of homelessness autistic people experience and what barriers autistic people face 
when trying to exit homelessness.173 Further, autistic traits may be over-represented among homeless 
people and autistic homeless people may show a distinct pattern of characteristics and needs, although 
further research is needed in this area.174 Most state developmental disability agencies fund services in 
the areas of transportation and residential supports.175 However, supports and resources for improving 
community participation regardless of residential status remains an area of need.176 The Housing and 
Services Resource Center was launched in December of 2021, through a partnership between the U.S. 
Department of Health and Human Services and the U.S. Department of Housing and Urban 
Development, with the goal of affordable, accessible housing in community settings. The Center will 
seek to implement a federally coordinated approach to providing resources, program guidance, training, 
and technical assistance to public housing authorities and housing providers for various populations, 
including autistic adults.  

Services for Individuals with Intensive Support Needs 
Due to the wide array of needs and levels of needs across the autism spectrum, the supports needed by 
an individual can vary greatly from person to person. Autistic people with co-occurring intellectual 
disability and/or  language disability are among those who often need more intensive supports and 
services across the lifespan.177 Additional research is needed to identify how best to support autistic 
people who may require these kinds of services, which can include full time family or staff care. 
appropriate employment, day programs, medical services, daily life skills training, occupational therapy, 
communications supports, and other kinds of services. Their families may need additional supports as 
well including respite care. The lived experiences of autistic individuals with higher support needs, their 
caregivers, and providers may often be missing from studies analyzing broader trends in services and 
supports. However, individuals with fewer perceived or less intensive support needs may still require 
services and supports at various points of their lives and throughout various domains in life. For 
example, an independent autistic adult who may appear to have few support needs may go through 
periods when they need significant support in the area of mental or physical health or during major life 
transitions. As a result, all individuals on the autism spectrum need access to appropriate supports and 
accommodations tailored to their individual needs. In addition, thoughtful planning of public spaces and 
activities with attention to the principles of universal design, so that they are sensitive to the needs of 
individuals with various kinds of disabilities, including physical, intellectual and developmental, social, 
and sensory disabilities, can be helpful for everyone. For example, access to augmented and alternative 
communication (AAC) modalities and options for written communication in group activities, sensory-
friendly environments, and automated or live captioning may be beneficial not only for individuals on 
the autism spectrum, but for people with other kinds of disabilities or people who do not have 
disabilities. Disability-friendly environments provide options for more community participation for 
everyone. 

https://acl.gov/HousingAndServices
https://acl.gov/HousingAndServices
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Workforce Training and Development 
A significant barrier in accessing services is the shortage in the workforce of direct support professionals 
(DSPs)178. DSPs support people with disabilities to participate fully in their communities, in areas such as 
caregiving, support with daily activities of living, mobility assistance, accessing resources, emotional 
support, and employment support179. Because of these shortages, families may have to drive long 
distances to see providers and may experience delays or gaps in access to therapies and services180. 
Despite rising demand for DSPs, it is estimated that the median wage for direct care is approximately 
$13.00 per hour, with a significant proportion living below the federal poverty level and almost half 
relying on some form of public assistance181-183. DSPs are faced with a physically and emotionally 
demanding workload with limited training and inadequate supervision, leading to low job satisfaction 
and high rates of turnover.  In 2018, 14 percent of DSPs reported not having health insurance and 71.3 
percent reported having their own medical debt184.  Addressing these issues within the DSP profession 
would greatly improve the availability of supportive services for people with autism of all ages.  

Additional workforce-related barriers for autistic individuals and their families include difficulties 
accessing properly trained providers with expertise in working with people with autism.181, 185-187 Over 
the past decades, several states have enacted laws requiring health insurers to provide coverage for 
autism-related child health care services, including physical and behavioral health care; speech, 
occupational, and physical therapy; and applied behavioral analysis (ABA).188 Although these state 
insurance mandates have been associated with a modest increase in certain aspects of the workforce 
(i.e., board certified behavior analysts), there are still severe workforce shortages in several professions 
that are critical in providing services to individuals with autism.189 Primary care providers have often 
reported a lack of knowledge around a diagnosis of autism and the services and supports that may be 
required.  

Investments are also needed that will substantially increase the direct care workforce, in order to meet 
the needs of autistic individuals across the spectrum. The Administration for Community Living has 
recently funded a new National Center to Strengthen the Direct Care Workforce to provide support for 
direct care workers across the U.S. The Center will serve as a hub, providing tools, resources and training 
to assist state systems and service providers and to support the development and coordination of 
policies and programs that contribute to a stable, robust direct care workforce. The center will share 
training and technical assistance materials, as well as facilitate peer-to-peer mentoring and sharing of 
promising practices through learning collaboratives. 

There have also been several recent initiatives seeking to further enhance the care primary care 
providers deliver for children with autism, including initiatives offering tele-mentoring of providers like 
Project ECHO (Extension for Community Healthcare Outcomes), and guided curricula for providers like 
the Autism Case Training (ACT) curriculum advanced by the Centers for Disease Control and Prevention. 
190 Federal agencies such as the Health Resources and Services Administration's Maternal and Child 
Health Bureau have leveraged innovative platforms to provide specialized training for professionals and 
increase access to health services through research-based screening and diagnostic procedures.191 

https://www.cdc.gov/ncbddd/actearly/act.html
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Further, the National Council on Disability (NCD)’s Health Equity Framework recommends requiring 
comprehensive disability clinical-care curricula in all US medical, nursing and other healthcare 
professional schools and requiring disability competency education and training of medical, nursing and 
other healthcare professionals.192 More information is needed, however, about the uptake of these 
initiatives and their impact on the services being received by autistic individuals. Additionally, these 
workforce trainings should ideally incorporate meaningful partnerships with autistic individuals to 
highlight their lived experiences and follow the best practices around empowering and supporting 
autistic individuals. 

Community health workers are liaisons between medical and social services and the community, 
especially in underserved communities. They advocate for change and cultural competency of services 
delivered, as well as improving access to quality care. They serve a critical role by providing outreach 
and education and assisting patients with navigating the health service system, informal counseling, 
social support, and advocacy. Community health workers have been utilized in various communities to 
convey knowledge around autism and connect families to resources in their communities.  These 
partnerships have also proven effective at building community trust and partnerships with 
underrepresented groups for the purposes of culturally sensitive recruitment into academic research.193 
Further research is needed to develop evidence-based provider trainings for community health workers 
to support them in their work. 

The literature on services and training the workforce relevant to providing services for older age autistic 
adults is minimal and represents a gap in the knowledge base. Caregivers employed by retirement 
homes and/or other long-term care facilities may not be adequately prepared to accommodate the 
needs of the autistic population.194 Further research is needed to increase our understanding of the 
specific issues related to caring for this older population and to identify best practices for providing 
effective support. 

Coordination of Services 
An autistic individual’s service needs are likely to vary at different points across the lifespan.  Service 
providers, health professionals, educators, and direct support staff continually change across the 
lifetimes of people on the autism spectrum.175 As autism-related services and supports become more 
specialized, there is a growing need for effective care coordination with providers across systems of 
care.195 The interdisciplinary nature of the care required by autistic individuals will often necessitate 
different types of providers working in tandem to optimize positive outcomes. Supportive services may 
be obtained through a variety of sources:  government-funded health insurance, private health 
insurance, out-of-pocket, federal, state and local services programs, or grants and foundations.  In some 
cases, services are offered based on functional needs, rather than clinical diagnosis. Individuals with 
autism and their caregivers often put a great deal of time and effort into piecing together a “patchwork” 
of supportive services through many different payors and providers in order to obtain adequate services 
and supports to address different areas of need.  There is evidence that current measures of care 
coordination in national and state samples may fail to capture lower income, under resourced members 
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from underrepresented racial and ethnic groups.196 Additional systematic barriers faced by many 
families include differences in the type and number of services supported by insurance plans and 
inequities and disparities in type and number of services available among geographic location. These 
complexities in the service system require proactive navigation to access early screening and other 
timely services. 

Individuals with autism may require services provided through different agencies and paid for through 
different systems. Care delivered across these systems often is inefficiently and ineffectively 
coordinated. Additionally, the financial strain on families can differ depending on the type and coverage 
of their individual health insurance plans.197 With the variability in the amount of co-occurring health 
conditions that may accompany a diagnosis of autism, care coordinating is needed to navigate 
appropriate coverage of certain services and supports.198  

Summary 
Across their lifespan, autistic people may need a wide range of services and supports to maximize 
positive outcomes and promote overall health and wellbeing. The Committee continues to highlight the 
need for researchers to focus on developing practical, affordable, and culturally competent services and 
support approaches that can be used in a variety of settings. Whenever possible, these approaches 
should prioritize the implementation and efficient delivery of evidence-based practices within the 
communities of choice of each autistic individual. Effectively supporting caregivers, increasing the direct 
care services workforce, and enhancing workforce training are all vital to improving service delivery, 
especially to meet the needs of diverse populations and individuals across the autism spectrum. The 
service and support landscape across the United States remains complex and can seem like a daunting 
undertaking to successfully navigate through. Ensuring the delivery of high-quality, accessible supports 
and services throughout the lifespan should remain a priority in the pursuit of health, well-being, and 
positive outcomes for autistic individuals with all types and levels of disabilities and abilities.  

 

Recommendations 
RECOMMENDATION 1. Develop service approaches and scale up and implement evidence-based 
interventions in community settings. 
Examples: 
 Develop, test, and implement effective services that increase the supply and quality of care. 
 Support research to identify best practices, including systematic evidence-based collaborative 

approaches and federal policies, that can be applied in a variety of settings, including low-
resource settings. 

 Develop approaches that scale up the use of evidence-based practices in a variety of 
community-based settings and address the gaps between research and practice. 
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RECOMMENDATION 2. Address disparities in service provision and improve access to services for all, 
including low resource and underserved communities and individuals and families with high support 
needs. 
Examples:  
 Support research to understand and develop strategies to address health disparities, health 

inequities, and disparities in services access and utilization for underserved and 
underrepresented populations, including families with low socioeconomic resources, youth and 
adults with high support needs, and those who are racial/ethnic minorities. Develop culturally 
competent service provision strategies, improve the quality of care to encourage utilization, and 
increase person-centered care as well as other best practices to reduce disparities. 

 Develop approaches for systems navigation, caregiver supports, and other strategies that 
reduce stress on the individual and family system and increase accessibility of services. 

 
RECOMMENDATION 3. Improve service delivery to ensure quality and consistency of services across 
many domains with the goal of maximizing the probability of positive outcomes and improving the 
value that individuals get from services. 
Examples:  
 Support training of general and specialty medical, dental, and mental healthcare and service 

providers in how to work successfully with patients with autism, including autistic adults with 
high support needs. 

 Emphasize person- and family-centered planning to achieve individual goals. 
 Expand the diversity and cultural competence of the service provider workforce.  
 Develop improved metrics and measurement tools for health outcomes of people with autism 

across the lifespan, including individuals with high support needs. 
 Quantify outcomes in order to inform effective service models. 
 Continue research into determinants of service quality, including accessibility, continuity, and 

flexibility of services 
 

  



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

19 

 

References 
1. (IACC) IACC. 2017-2018 IACC Autism Spectrum Disorder Research Portfolio Analysis Report, 

2021. 
2. Roche L, Adams D, Clark M. Research priorities of the autism community: A systematic review of 

key stakeholder perspectives. Autism. 2021 Feb;25(2):336-348. [PMID: 33143455] 
3. Kakooza-Mwesige A, Bakare M, Gaddour N, et al. The need to improve autism services in lower-

resource settings. The Lancet. 2022 2022/01/15/;399(10321):217-220. [PMID:  
4. Rogge N, Janssen J. The Economic Costs of Autism Spectrum Disorder: A Literature Review. J 

Autism Dev Disord. 2019 Jul;49(7):2873-2900. [PMID: 30976961] 
5. Karpur A, Vasudevan V, Frazier TW, et al. Food insecurity in households of children with ASD in 

COVID-19 pandemic: A comparative analysis with the Household Pulse Survey data using 
stabilized inverse probability treatment weights. Disabil Health J. 2022 Jul;15(3):101323. [PMID: 
35459604] 

6. Karpur A, Vasudevan V, Lello A, et al. Food insecurity in the households of children with autism 
spectrum disorders and intellectual disabilities in the United States: Analysis of the National 
Survey of Children's Health Data 2016-2018. Autism. 2021 Nov;25(8):2400-2411. [PMID: 
34075809] 

7. Kang-Yi CD, Locke J, Marcus SC, et al. School-Based Behavioral Health Service Use and 
Expenditures for Children With Autism and Children With Other Disorders. Psychiatr Serv. 2016 
Jan;67(1):101-6. [PMID: 26278232] 

8. Barton EE, Harris B, Leech N, et al. An Analysis of State Autism Educational Assessment Practices 
and Requirements. Journal of Autism and Developmental Disorders. 2016 
2016/03/01;46(3):737-748. [PMID:  

9. Barnard-Brak L. Educational Versus Clinical Diagnoses of Autism Spectrum Disorder: Updated 
and Expanded Findings. School Psychology Review. 2019 2019/06/01;48(2):185-189. [PMID:  

10. Doehring P, Volkmar FR. Knowledge Gaps in ASD Research: Short and Long Term Implications for 
Policy. Journal of Autism and Developmental Disorders. 2016 2016/03/01;46(3):733-736. [PMID:  

11. Stichter J, Stormont M, Buranova N, et al. Educational and Diagnostic Classification of Autism 
Spectrum Disorder and Associated Characteristics. J Autism Dev Disord. 2021 Nov;51(11):4033-
4042. [PMID: 33439435] 

12. Flannery KA, Wisner-Carlson R. Autism and Education. Psychiatr Clin North Am. 2020 
Dec;43(4):647-671. [PMID: 33127000] 

13. Locke J, Lawson GM, Beidas RS, et al. Individual and organizational factors that affect 
implementation of evidence-based practices for children with autism in public schools: a cross-
sectional observational study. Implement Sci. 2019 Mar 13;14(1):29. [PMID: 30866976] 

14. Stadnick NA, Meza RD, Suhrheinrich J, et al. Leadership profiles associated with the 
implementation of behavioral health evidence-based practices for autism spectrum disorder in 
schools. Autism. 2019 Nov;23(8):1957-1968. [PMID: 30915854] 

15. Stahmer AC, Suhrheinrich J, Schetter PL, et al. Exploring multi-level system factors facilitating 
educator training and implementation of evidence-based practices (EBP): a study protocol. 
Implement Sci. 2018 Jan 8;13(1):3. [PMID: 29310683] 

16. Findley JA, Ruble LA, McGrew JH. Individualized Education Program Quality for Transition Age 
Students with Autism. Res Autism Spectr Disord. 2022 Mar;91([PMID: 35096138] 

17. Hott BL, Jones BA, Rodriguez J, et al. Are Rural Students Receiving FAPE? A Descriptive Review of 
IEPs for Students With Social, Emotional, or Behavioral Needs. Behav Modif. 2021 Jan;45(1):13-
38. [PMID: 30693796] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

20 

 

18. Ruble L, McGrew JH, Wong V, et al. A Preliminary Study of Parent Activation, Parent-Teacher 
Alliance, Transition Planning Quality, and IEP and Postsecondary Goal Attainment of Students 
with ASD. J Autism Dev Disord. 2019 Aug;49(8):3231-3243. [PMID: 31087213] 

19. Filippatou D, Kaldi S. The effectiveness of project-based learning on pupils with learning 
difficulties regarding academic performance, group work and motivation. International Journal 
of Special Education. 2010 01/01;25(17-26. [PMID:  

20. Sormunen K, Juuti K, Lavonen J. Maker-Centered Project-Based Learning in Inclusive Classes: 
Supporting Students’ Active Participation with Teacher-Directed Reflective Discussions. 
International Journal of Science and Mathematics Education. 2020 2020/04/01;18(4):691-712. 
[PMID:  

21. Sithu MS. The Affect of Technology Supported Project Based Learning for Students with Diverse 
Abilities. Ann Arbor: Aspen University, 2021:158. 

22. A Quick-Start Toolkit: Building Registered Apprenticeship Programs. In: Labor Do, ed. 
23. Kuehn DM, J; Arabandi, B; Katz, B. Inclusive Apprenticeship: A  Summary of What We Know 

about Apprentices with Disabilities: Urban Institute 2021. 
24. Eskow KG, Summers JA. Family perceptions of the impacts of a home and community based 

services autism waiver: Making family life possible. J Appl Res Intellect Disabil. 2019 
Jan;32(1):159-171. [PMID: 30151875] 

25. McLean KJ, Hoekstra AM, Bishop L. United States Medicaid home and community-based services 
for people with intellectual and developmental disabilities: A scoping review. J Appl Res Intellect 
Disabil. 2021 May;34(3):684-694. [PMID: 33247520] 

26. Velott DL, Agbese E, Mandell D, et al. Medicaid 1915(c) Home- and Community-Based Services 
waivers for children with autism spectrum disorder. Autism. 2016 May;20(4):473-82. [PMID: 
26088059] 

27. Graaf G SL. Medicaid waiver adoption for youth with complex behavioral health care needs: An 
analysis of state decision-making. Journal of Disability Policy Studies. 2020. [PMID:  

28. Speaks A. State Regulated Health Benefit Plans, 2020. 
29. Choi KR, Knight EA, Stein BD, et al. Autism Insurance Mandates in the US: Comparison of 

Mandated Commercial Insurance Benefits Across States. Maternal and Child Health Journal. 
2020 2020/07/01;24(7):894-900. [PMID:  

30. Candon MK, Barry CL, Epstein AJ, et al. The Differential Effects of Insurance Mandates on Health 
Care Spending for Children's Autism Spectrum Disorder. Med Care. 2018 Mar;56(3):228-232. 
[PMID: 29287035] 

31. Saloner B, Barry CL. Changes in spending and service use after a state autism insurance 
mandate. Autism. 2019 Jan;23(1):167-174. [PMID: 29126371] 

32. Wang L, Mandell DS, Lawer L, et al. Healthcare service use and costs for autism spectrum 
disorder: a comparison between medicaid and private insurance. J Autism Dev Disord. 2013 
May;43(5):1057-64. [PMID: 22965299] 

33. Barry CL, Epstein AJ, Marcus SC, et al. Effects Of State Insurance Mandates On Health Care Use 
And Spending For Autism Spectrum Disorder. Health Aff (Millwood). 2017 Oct 1;36(10):1754-
1761. [PMID: 28971920] 

34. Mandell DS, Barry CL, Marcus SC, et al. Effects of Autism Spectrum Disorder Insurance Mandates 
on the Treated Prevalence of Autism Spectrum Disorder. JAMA Pediatr. 2016 Sep 1;170(9):887-
93. [PMID: 27399053] 

35. Zhang W, Thompson KL, Watson LR, et al. Health Care Utilization for Privately and Publicly 
Insured Children During Autism Insurance Reform. Journal of Autism and Developmental 
Disorders. 2021 2021/11/23. [PMID:  



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

21 

 

36. Douglas MD, Benevides TW, Carretta H. Analyzing State Autism Private Insurance Mandates for 
Allied Health Services: A Pilot Study. OTJR (Thorofare N J). 2017 Oct;37(4):218-226. [PMID: 
28874097] 

37. Xu G, Strathearn L, Liu B, et al. Prevalence and Treatment Patterns of Autism Spectrum Disorder 
in the United States, 2016. JAMA Pediatr. 2019 Feb 1;173(2):153-159. [PMID: 30508021] 

38. Katkin JP, Kressly SJ, Edwards AR, et al. Guiding Principles for Team-Based Pediatric Care. 
Pediatrics. 2017;140(2):e20171489. [PMID:  

39. Cheak-Zamora NC, Farmer JE. The impact of the medical home on access to care for children 
with autism spectrum disorders. J Autism Dev Disord. 2015 Mar;45(3):636-44. [PMID: 25151512] 

40. Rast JE, Shattuck PT, Roux AM, et al. The Medical Home and Health Care Transition for Youth 
With Autism. Pediatrics. 2018;141(Supplement 4):S328-S334. [PMID:  

41. Rast J, Newschaffer C, Turchi R, et al. Health Service and Functional Measures of Benefit of a 
Medical Home in Children with Autism. Matern Child Health J. 2021 Jul;25(7):1156-1163. [PMID: 
33914226] 

42. Lai MC, Kassee C, Besney R, et al. Prevalence of co-occurring mental health diagnoses in the 
autism population: a systematic review and meta-analysis. Lancet Psychiatry. 2019 
Oct;6(10):819-829. [PMID: 31447415] 

43. Hossain MM, Khan N, Sultana A, et al. Prevalence of comorbid psychiatric disorders among 
people with autism spectrum disorder: An umbrella review of systematic reviews and meta-
analyses. Psychiatry Res. 2020 May;287(112922. [PMID: 32203749] 

44. Cassidy S, Bradley L, Shaw R, et al. Risk markers for suicidality in autistic adults. Molecular 
autism. 2018;9(42-42. [PMID: 30083306] 

45. Beck JS, Lundwall RA, Gabrielsen T, et al. Looking good but feeling bad: “Camouflaging” 
behaviors and mental health in women with autistic traits. Autism. 2020 2020/05;24(4):809-821. 
[PMID:  

46. Hull L, Petrides KV, Allison C, et al. "Putting on My Best Normal": Social Camouflaging in Adults 
with Autism Spectrum Conditions. Journal of autism and developmental disorders. 
2017;47(8):2519-2534. [PMID: 28527095] 

47. Cage E, Troxell-Whitman Z. Understanding the Reasons, Contexts and Costs of Camouflaging for 
Autistic Adults. J Autism Dev Disord. 2019 May;49(5):1899-1911. [PMID: 30627892] 

48. Mandy W. Social camouflaging in autism: Is it time to lose the mask? Autism. 2019 
2019/11/01;23(8):1879-1881. [PMID:  

49. Fombonne E. Camouflage and autism. Journal of Child Psychology and Psychiatry. 2020 
2020/07;61(7):735-738. [PMID:  

50. Berg KL, Shiu CS, Acharya K, et al. Disparities in adversity among children with autism spectrum 
disorder: a population-based study. Dev Med Child Neurol. 2016 Nov;58(11):1124-1131. [PMID: 
27251442] 

51. Kerns CM, Newschaffer CJ, Berkowitz SJ. Traumatic Childhood Events and Autism Spectrum 
Disorder. Journal of Autism and Developmental Disorders. 2015 2015/11/01;45(11):3475-3486. 
[PMID:  

52. Kerns CM, Newschaffer CJ, Berkowitz S, et al. Brief Report: Examining the Association of Autism 
and Adverse Childhood Experiences in the National Survey of Children's Health: The Important 
Role of Income and Co-occurring Mental Health Conditions. J Autism Dev Disord. 2017 
Jul;47(7):2275-2281. [PMID: 28378271] 

53. Gunin GB, Gravino A, Bal VH. Advancing Mental Health Supports for Autistic Postsecondary 
Students: A Call for Research. Autism Adulthood. 2021 Mar;3(1):30-36. [PMID: 34396054] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

22 

 

54. McLeod JD, Hawbaker A, Meanwell E. The health of college students on the autism spectrum as 
compared to their neurotypical peers. Autism. 2021 Apr;25(3):719-730. [PMID: 32551992] 

55. Hu Q, Chandrasekhar T. Meeting the Mental Health Needs of College Students with ASD: A 
Survey of University and College Counseling Center Directors. J Autism Dev Disord. 2021 
Jan;51(1):341-345. [PMID: 32430634] 

56. Pinals DA, Hovermale L, Mauch D, et al. Persons With Intellectual and Developmental Disabilities 
in the Mental Health System: Part 1. Clinical Considerations. Psychiatr Serv. 2022 Mar 
1;73(3):313-320. [PMID: 34346730] 

57. Pinals DA, Hovermale L, Mauch D, et al. Persons With Intellectual and Developmental Disabilities 
in the Mental Health System: Part 2. Policy and Systems Considerations. Psychiatr Serv. 2022 
Mar 1;73(3):321-328. [PMID: 34346727] 

58. Hirvikoski T, Boman M, Chen Q, et al. Individual risk and familial liability for suicide attempt and 
suicide in autism: a population-based study. Psychol Med. 2020 Jul;50(9):1463-1474. [PMID: 
31238998] 

59. Rybczynski S, Ryan TC, Wilcox HC, et al. Suicide Risk Screening in Pediatric Outpatient 
Neurodevelopmental Disabilities Clinics. Journal of Developmental & Behavioral Pediatrics. 
2022;43(4):181-187. [PMID: 00004703-202205000-00001] 

60. Cassidy SA, Bradley L, Cogger-Ward H, et al. Measurement Properties of the Suicidal Behaviour 
Questionnaire-Revised in Autistic Adults. Journal of autism and developmental disorders. 
2020;50(10):3477-3488. [PMID: 32125569] 

61. Cassidy S, Rodgers J. Understanding and prevention of suicide in autism. The Lancet Psychiatry. 
2017 2017/06/01/;4(6):e11. [PMID:  

62. Tarver J, Vitoratou S, Mastroianni M, et al. Development and Psychometric Properties of a New 
Questionnaire to Assess Mental Health and Concerning Behaviors in Children and Young People 
with Autism Spectrum Disorder (ASD): The Assessment of Concerning Behavior (ACB) Scale. J 
Autism Dev Disord. 2021 Aug;51(8):2812-2828. [PMID: 33051784] 

63. Koritsas S, Iacono T. Secondary conditions in people with developmental disability. Am J Intellect 
Dev Disabil. 2011 Jan;116(1):36-47. [PMID: 21291309] 

64. Taylor M. Improving Access to Dental Services for 

Individuals With Developmental Disabilities, 2018. 
65. Como DH, Stein Duker LI, Polido JC, et al. Oral Health and Autism Spectrum Disorders: A Unique 

Collaboration between Dentistry and Occupational Therapy. Int J Environ Res Public Health. 
2020 Dec 27;18(1). [PMID: 33375475] 

66. Ferrazzano GF, Salerno C, Bravaccio C, et al. Autism spectrum disorders and oral health status: 
review of the literature. Eur J Paediatr Dent. 2020 Mar;21(1):9-12. [PMID: 32183521] 

67. Cermak SA, Stein Duker LI, Williams ME, et al. Sensory Adapted Dental Environments to Enhance 
Oral Care for Children with Autism Spectrum Disorders: A Randomized Controlled Pilot Study. 
Journal of Autism and Developmental Disorders. 2015 2015/09/01;45(9):2876-2888. [PMID:  

68. Ocanto R, Levi-Minzi MA, Chung J, et al. The development and implementation of a training 
program for pediatric dentistry residents working with patients diagnosed with ASD in a special 
needs dental clinic. J Dent Educ. 2020 Apr;84(4):397-408. [PMID: 32053257] 

69. Zerman N, Zotti F, Chirumbolo S, et al. Insights on dental care management and prevention in 
children with autism spectrum disorder (ASD). What is new? Front Oral Health. 2022;3(998831. 
[PMID: 36238091] 

70. NIDCR. Practical Oral care for People with Autism. 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

23 

 

71. Small TM, Medicine NSUCoD. Transitioning from Individualized Pediatric Dental Care of Children 
with Autism Spectrum Disorder at the Mailman Segal Dental Clinic to Traditional Dental Settings: 
Nova Southeastern University in Ft. Lauderdale, Florida, 2020. 

72. Croen LA, Zerbo O, Qian Y, et al. The health status of adults on the autism spectrum. Autism. 
2015 2015/04/24;19(7):814-823. [PMID:  

73. Smith Dawalt L, Hong J, Greenberg JS, et al. Mortality in individuals with autism spectrum 
disorder: Predictors over a 20-year period. Autism. 2019;23(7):1732-1739. [PMID:  

74. Jokiranta-Olkoniemi E, Gyllenberg D, Sucksdorff D, et al. Risk for Premature Mortality and 
Intentional Self-harm in Autism Spectrum Disorders. J Autism Dev Disord. 2021 Sep;51(9):3098-
3108. [PMID: 33140146] 

75. Blanchard A, Chihuri S, DiGuiseppi CG, et al. Risk of Self-harm in Children and Adults With 
Autism Spectrum Disorder: A Systematic Review and Meta-analysis. JAMA Netw Open. 2021 Oct 
1;4(10):e2130272. [PMID: 34665237] 

76. Dababnah S, Habayeb S, Bear BJ, et al. Feasibility of a trauma-informed parent-teacher 
cooperative training program for Syrian refugee children with autism. Autism. 2019 
Jul;23(5):1300-1310. [PMID: 30409031] 

77. Benevides TW, Shore SM, Palmer K, et al. Listening to the autistic voice: Mental health priorities 
to guide research and practice in autism from a stakeholder-driven project. Autism. 2020 
May;24(4):822-833. [PMID: 32429818] 

78. Langenfeld A, Kroupina M, Palmer A, et al. Importance of Trauma-Informed Practice in 
Evaluation of Children Diagnosed with Autism Spectrum Disorder. J Dev Behav Pediatr. 2021 
Oct-Nov 01;42(8):690-693. [PMID: 34433202] 

79. Weiss JA, Fardella MA. Victimization and Perpetration Experiences of Adults With Autism. Front 
Psychiatry. 2018;9(203. [PMID: 29887806] 

80. Pearson A, Rose K, Rees J. 'I felt like I deserved it because I was autistic': Understanding the 
impact of interpersonal victimisation in the lives of autistic people. Autism. 2022 Jun 
23:13623613221104546. [PMID: 35735166] 

81. Pearson A, Rees J, Forster S. “This Was Just How This Friendship Worked”: Experiences of 
Interpersonal Victimization Among Autistic Adults. Autism in Adulthood. 2022 
2022/06/01;4(2):141-150. [PMID:  

82. St Amant HG, Schrager SM, Peña-Ricardo C, et al. Language Barriers Impact Access to Services 
for Children with Autism Spectrum Disorders. J Autism Dev Disord. 2018 Feb;48(2):333-340. 
[PMID: 28988384] 

83. Bilaver LA, Havlicek J. Racial and Ethnic Disparities in Autism-Related Health and Educational 
Services. J Dev Behav Pediatr. 2019 Sep;40(7):501-510. [PMID: 31318777] 

84. Fong VC, Lee BS, Iarocci G. A community-engaged approach to examining barriers and 
facilitators to accessing autism services in Korean immigrant families. Autism. 2022 
Feb;26(2):525-537. [PMID: 34286622] 

85. Drahota A, Meza RD, Bustos TE, et al. Implementation-as-Usual in Community-Based 
Organizations Providing Specialized Services to Individuals with Autism Spectrum Disorder: A 
Mixed Methods Study. Adm Policy Ment Health. 2021 May;48(3):482-498. [PMID: 32948963] 

86. Sridhar A, Drahota A, Walsworth K. Facilitators and barriers to the utilization of the ACT SMART 
Implementation Toolkit in community-based organizations: a qualitative study. Implement Sci 
Commun. 2021 May 26;2(1):55. [PMID: 34039434] 

87. Maddox BB, Dickson KS, Stadnick NA, et al. Mental Health Services for Autistic Individuals Across 
the Lifespan: Recent Advances and Current Gaps. Curr Psychiatry Rep. 2021 Aug 17;23(10):66. 
[PMID: 34402984] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

24 

 

88. C TP, Reisert H, Adesman A. Wandering behavior in children with autism spectrum disorder and 
other developmental disabilities. Curr Opin Pediatr. 2021 Aug 1;33(4):464-470. [PMID: 
34226426] 

89. Guan J, Li G. Characteristics of unintentional drowning deaths in children with autism spectrum 
disorder. Inj Epidemiol. 2017 Dec 8;4(1):32. [PMID: 29218603] 

90. Munn EE, Ruby L, Pangelinan MM. Improvements in Swim Skills in Children with Autism 
Spectrum Disorder Following a 5-Day Adapted Learn-To-Swim Program (iCan Swim). J Clin Med. 
2021 Nov 26;10(23). [PMID: 34884263] 

91. Hyman SL, Levy SE, Myers SM. Identification, Evaluation, and Management of Children With 
Autism Spectrum Disorder. Pediatrics. 2020 Jan;145(1). [PMID: 31843864] 

92. BJA/DOJ. FY 2022 The Kevin and Avonte Program: Reducing Injury and Death of Missing 
Individuals with Dementia and Developmental Disabilities, 2022. 

93. BJA/DOJ. Serving Safely: The National Initiative To Enhance Policing for Persons With Mental 
Illnesses and Developmental Disabilities, 2018. 

94. McLaughlin L, Keim SA, Adesman A. Wandering by Children with Autism Spectrum Disorder: Key 
Clinical Factors and the Role of Schools and Pediatricians. J Dev Behav Pediatr. 2018 
Sep;39(7):538-546. [PMID: 29994813] 

95. Kraft E, Leblanc R. Instructing children with Autism Spectrum Disorder: Examining swim 
instructors' knowledge building experiences. Disabil Health J. 2018 Jul;11(3):451-455. [PMID: 
29187318] 

96. National Institute for Health and Care Excellence: Clinical Guidelines. Autism spectrum disorder 
in adults: diagnosis and management. London: National Institute for Health and Care Excellence 
(NICE) 

Copyright © NICE 2021., 2021. 
97. Yu Y, Bradley CC, Boan AD, et al. Young Adults with Autism Spectrum Disorder and the Criminal 

Justice System. Journal of Autism and Developmental Disorders. 2021 2021/10/01;51(10):3624-
3636. [PMID:  

98. Rava J, Shattuck P, Rast J, et al. The Prevalence and Correlates of Involvement in the Criminal 
Justice System Among Youth on the Autism Spectrum. J Autism Dev Disord. 2017 Feb;47(2):340-
346. [PMID: 27844248] 

99. Haas K, Gibbs V. Does a Person's Autism Play a Role in Their Interactions with Police: The 
Perceptions of Autistic Adults and Parent/Carers. J Autism Dev Disord. 2021 May;51(5):1628-
1640. [PMID: 32809172] 

100. Christiansen A, Minich NM, Clark M. Pilot Survey: Police Understanding of Autism Spectrum 
Disorder. J Autism Dev Disord. 2021 Mar 18. [PMID: 33738745] 

101. Salerno-Ferraro AC, Schuller RA. Perspectives from the ASD community on police interactions: 
Challenges & recommendations. Res Dev Disabil. 2020 Oct;105(103732. [PMID: 32663737] 

102. Davenport MA, Romero ME, Lewis CD, et al. An Initial Development and Evaluation of a 
Culturally Responsive Police Interactions Training for Black Adolescents with Autism Spectrum 
Disorder. J Autism Dev Disord. 2021 Aug 27. [PMID: 34448996] 

103. Gómez LE, Morán ML, Alcedo M, et al. Addressing Quality of Life of Children With Autism 
Spectrum Disorder and Intellectual Disability. Intellect Dev Disabil. 2020 Oct 1;58(5):393-408. 
[PMID: 33032321] 

104. Ruggieri V, Gómez JLC, Martínez MM, et al. Aging and Autism: Understanding, Intervention and 
Proposals to Improve Quality of Life. Curr Pharm Des. 2019;25(41):4454-4461. [PMID: 
31801450] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

25 

 

105. Pellicano E, den Houting J. Annual Research Review: Shifting from ‘normal science’ to 
neurodiversity in autism science. Journal of Child Psychology and Psychiatry. 2022;63(4):381-
396. [PMID:  

106. ACL. Person Centered Planning, 2021. 
107. Enner S, Ahmad S, Morse AM, et al. Autism: considerations for transitions of care into 

adulthood. Curr Opin Pediatr. 2020 Jun;32(3):446-452. [PMID: 32068594] 
108. Ames JL, Mahajan A, Davignon MN, et al. Opportunities for Inclusion and Engagement in the 

Transition of Autistic Youth from Pediatric to Adult Healthcare: A Qualitative Study. J Autism Dev 
Disord. 2022 Mar 9. [PMID: 35262827] 

109. Parmar JK, L'Heureux T, Anderson S, et al. Optimizing the integration of family caregivers in the 
delivery of person-centered care: evaluation of an educational program for the healthcare 
workforce. BMC Health Serv Res. 2022 Mar 18;22(1):364. [PMID: 35303870] 

110. Nicholas DB, Muskat B, Zwaigenbaum L, et al. Patient- and Family-Centered Care in the 
Emergency Department for Children With Autism. Pediatrics. 2020 Apr;145(Suppl 1):S93-s98. 
[PMID: 32238535] 

111. Roth BM, Kralovic S, Roizen NJ, et al. Impact of Autism Navigator on Access to Services. J Dev 
Behav Pediatr. 2016 Apr;37(3):188-95. [PMID: 26890560] 

112. Broder-Fingert S, Stadnick NA, Hickey E, et al. Defining the core components of Family 
Navigation for autism spectrum disorder. Autism. 2020 Feb;24(2):526-530. [PMID: 31311287] 

113. Pizur-Barnekow K, Lang AC, Barger B. Development and utility of the Family-Centered Autism 
Navigation interview. Autism. 2021 May;25(4):1154-1160. [PMID: 33238720] 

114. Crossman MK, Lindly OJ, Chan J, et al. Families' Experiences With Family Navigation Services in 
the Autism Treatment Network. Pediatrics. 2020 Apr;145(Suppl 1):S60-s71. [PMID: 32238532] 

115. Waye MMY, Cheng HY. Genetics and epigenetics of autism: A Review. Psychiatry Clin Neurosci. 
2018 Apr;72(4):228-244. [PMID: 28941239] 

116. Murphy M, Hill K, Begley T, et al. Respite Care for Children with Complex Care Needs: A 
Literature Review. Compr Child Adolesc Nurs. 2021 Feb 23:1-10. [PMID: 33620262] 

117. Hoyle JN, Laditka JN, Laditka SB. Mental health risks of parents of children with developmental 
disabilities: A nationally representative study in the United States. Disabil Health J. 2021 
Apr;14(2):101020. [PMID: 33187876] 

118. Lai WW, Goh TJ, Oei TP, et al. Coping and Well-Being in Parents of Children with Autism 
Spectrum Disorders (ASD). J Autism Dev Disord. 2015 Aug;45(8):2582-93. [PMID: 25800867] 

119. Cohrs AC, Leslie DL. Depression in Parents of Children Diagnosed with Autism Spectrum 
Disorder: A Claims-Based Analysis. J Autism Dev Disord. 2017 May;47(5):1416-1422. [PMID: 
28214978] 

120. Hoffman CD SD, Hodge D, Lopez-Wagner MC, Looney L.  . Parenting stress and closeness: 
Mothers of typically developing children and mothers of children with autism. Focus on Autism 
and Other Developmental Disabilities. 2009;24(3):178-187. [PMID:  

121. ACL. 2022 National Strategy to Support Family Caregivers, 2022. 
122. Srinivasan S, Ekbladh A, Freedman B, et al. Needs assessment in unmet healthcare and family 

support services: A survey of caregivers of children and youth with autism spectrum disorder in 
Delaware. Autism Res. 2021 Aug;14(8):1736-1758. [PMID: 33876563] 

123. Long KA, Chevalier L, Chu A, et al. Cultural Influences on Sibling Relationships, Roles, and Self-
Concept in the Context of Autism: Perspectives of Latino/a/x and non-Latino/a/x Siblings. J 
Autism Dev Disord. 2021 Sep 24. [PMID: 34559336] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

26 

 

124. Schmeer A, Harris VW, Forthun L, et al. Through the eyes of a child: Sibling perspectives on 
having a sibling diagnosed with autism. Res Dev Disabil. 2021 Dec;119(104066. [PMID: 
34673468] 

125. Foundation EfA. New Collaboration with the Autism Science Foundation Offers Support and 
Camaraderie to Siblings. Els for Autism Foundation: Els for Autism Foundation, 2020. 

126. Bradshaw J, Gillespie S, McCracken C, et al. Predictors of Caregiver Strain for Parents of Children 
with Autism Spectrum Disorder. J Autism Dev Disord. 2021 Sep;51(9):3039-3049. [PMID: 
33151499] 

127. Ault S, Breitenstein SM, Tucker S, et al. Caregivers of Children with Autism Spectrum Disorder in 
Rural Areas: A Literature Review of Mental Health and Social Support. J Pediatr Nurs. 2021 Nov-
Dec;61(229-239. [PMID: 34153794] 

128. Barnhardt EW, Steingass K, Levine A, et al. The Value of Telehealth and a Team-Based Approach 
in Improving Developmental and Behavioral Care During the COVID-19 Pandemic. J Dev Behav 
Pediatr. 2021 Sep 1;42(7):602-604. [PMID: 34456303] 

129. Nadler C, Godwin DL, Dempsey J, et al. Autism and Access to Care During the COVID-19 Crisis. J 
Dev Behav Pediatr. 2021 Jan 1;42(1):73-75. [PMID: 33229969] 

130. Dahiya AV, Openden D, Ostmeyer KF, et al. Pivotal response treatment for autism: A brief report 
on training for rural communities. J Community Psychol. 2021 Sep;49(7):2983-2994. [PMID: 
33734456] 

131. Stahmer AC, Vejnoska S, Iadarola S, et al. Caregiver Voices: Cross-Cultural Input on Improving 
Access to Autism Services. J Racial Ethn Health Disparities. 2019 Aug;6(4):752-773. [PMID: 
30859514] 

132. Čolić M, Araiba S, Lovelace TS, et al. Black Caregivers' Perspectives on Racism in ASD Services: 
Toward Culturally Responsive ABA Practice. Behav Anal Pract. 2021 Jun 2:1-10. [PMID: 
34093981] 

133. Dababnah S, Shaia WE, Campion K, et al. "We Had to Keep Pushing": Caregivers' Perspectives on 
Autism Screening and Referral Practices of Black Children in Primary Care. Intellect Dev Disabil. 
2018 Oct;56(5):321-336. [PMID: 30273522] 

134. Morgan EH, Stahmer AC. Narratives of single, black mothers using cultural capital to access 
autism interventions in schools. British Journal of Sociology of Education. 2021 
2021/01/02;42(1):48-65. [PMID:  

135. Foster CC, Chorniy A, Kwon S, et al. Children With Special Health Care Needs and Forgone Family 
Employment. Pediatrics. 2021;148(3):e2020035378. [PMID:  

136. Marsack CN, Perry TE. Aging in Place in Every Community: Social Exclusion Experiences of 
Parents of Adult children With Autism Spectrum Disorder. Res Aging. 2018 Jul;40(6):535-557. 
[PMID: 28677419] 

137. Marsack CN, Hopp FP. Informal Support, Health, and Burden Among Parents of Adult Children 
With Autism. Gerontologist. 2019 Nov 16;59(6):1112-1121. [PMID: 29982655] 

138. Miller M, Iosif AM, Young GS, et al. School-age outcomes of infants at risk for autism spectrum 
disorder. Autism Res. 2016 Jun;9(6):632-42. [PMID: 26451968] 

139. Huerta M, Lord C. Diagnostic evaluation of autism spectrum disorders. Pediatr Clin North Am. 
2012 Feb;59(1):103-11, xi. [PMID: 22284796] 

140. Schott W, Nonnemacher S, Shea L. Service Use and Unmet Needs Among Adults with Autism 
Awaiting Home- and Community-Based Medicaid Services. J Autism Dev Disord. 2021 
Apr;51(4):1188-1200. [PMID: 32671666] 

141. Speaks A. Maryland reduces waitlist for autism services by half, 2022. 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

27 

 

142. Drahota A, Sadler R, Hippensteel C, et al. Service deserts and service oases: Utilizing geographic 
information systems to evaluate service availability for individuals with autism spectrum 
disorder. Autism. 2020 Nov;24(8):2008-2020. [PMID: 32564619] 

143. Smith KA, Gehricke JG, Iadarola S, et al. Disparities in Service Use Among Children With Autism: 
A Systematic Review. Pediatrics. 2020 Apr;145(Suppl 1):S35-s46. [PMID: 32238530] 

144. Zwaigenbaum L, Bishop S, Stone WL, et al. Rethinking autism spectrum disorder assessment for 
children during COVID-19 and beyond. Autism Res. 2021 Nov;14(11):2251-2259. [PMID: 
34553489] 

145. La Valle C, Johnston E, Tager-Flusberg H. A systematic review of the use of telehealth to facilitate 
a diagnosis for children with developmental concerns. Res Dev Disabil. 2022 Aug;127(104269. 
[PMID: 35636261] 

146. Matthews NL, Skepnek E, Mammen MA, et al. Feasibility and acceptability of a telehealth model 
for autism diagnostic evaluations in children, adolescents, and adults. Autism Res. 2021 
Dec;14(12):2564-2579. [PMID: 34378858] 

147. Dallman AR, Artis J, Watson L, et al. Systematic Review of Disparities and Differences in the 
Access and Use of Allied Health Services Amongst Children with Autism Spectrum Disorders. J 
Autism Dev Disord. 2021 Apr;51(4):1316-1330. [PMID: 32683545] 

148. Imm P, White T, Durkin MS. Assessment of racial and ethnic bias in autism spectrum disorder 
prevalence estimates from a US surveillance system. Autism. 2019 Nov;23(8):1927-1935. [PMID: 
30892923] 

149. Broder-Fingert S, Mateo CM, Zuckerman KE. Structural Racism and Autism. Pediatrics. 
2020;146(3):e2020015420. [PMID:  

150. Turcotte P, Mathew M, Shea LL, et al. Service Needs Across the Lifespan for Individuals with 
Autism. Journal of Autism and Developmental Disorders. 2016 2016/07/01;46(7):2480-2489. 
[PMID:  

151. Kaiser K, Villalobos ME, Locke J, et al. A culturally grounded autism parent training program with 
Black parents. Autism. 2022 Apr;26(3):716-726. [PMID: 35232271] 

152. Benevides TW, Tao S, Becker A, et al. Occupational Therapy Service Delivery Among Medicaid-
Enrolled Children and Adults on the Autism Spectrum and With Other Intellectual Disabilities. 
Am J Occup Ther. 2022 Jan 1;76(1). [PMID: 35030249] 

153. Ishler KJ, Biegel DE, Wang F, et al. Service Use Among Transition-Age Youth with Autism 
Spectrum Disorder. J Autism Dev Disord. 2022 Mar;52(3):1051-1065. [PMID: 33864557] 

154. Song W, Salzer MS, Nonnemacher SL, et al. Lifespan service receipt and unmet needs among 
individuals on the autism spectrum. Adm Policy Ment Health. 2022 Mar 23. [PMID: 35320442] 

155. Laxman DJ, Taylor JL, DaWalt LS, et al. Loss in services precedes high school exit for teens with 
autism spectrum disorder: A longitudinal study. Autism research : official journal of the 
International Society for Autism Research. 2019;12(6):911-921. [PMID: 31033222] 

156. Menezes M, Robinson MF, Harkins C, et al. Unmet health care needs and health care quality in 
youth with autism spectrum disorder with and without intellectual disability. Autism. 2021 
Nov;25(8):2199-2208. [PMID: 34030515] 

157. Howlin P, Goode S, Hutton J, et al. Adult outcome for children with autism. J Child Psychol 
Psychiatry. 2004 Feb;45(2):212-29. [PMID: 14982237] 

158. Ghanouni P, Seaker L. Healthcare Services During the Transitions to Adulthood Among 
Individuals with ASD Aged 15-25 Years Old: Stakeholders' Perspectives. J Autism Dev Disord. 
2022 Jun;52(6):2575-2588. [PMID: 34216328] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

28 

 

159. Ghanouni P, Hood G, Weisbrot A, et al. Utilization of health services among adults with autism 
spectrum disorders: Stakeholders' experiences. Res Dev Disabil. 2021 Dec;119(104120. [PMID: 
34736105] 

160. Roux AM, Shattuck, Paul T., Rast, Jessica E., Anderson, Kristy A. National Autism Indicators 
Report: Developmental Disability Services and Outcomes in Adulthood. Life Course Outcomes 
Research Program,: A.J. Drexel Autism Institute, Drexel University, 2017. 

161. Ghanouni P, Quirke S, Blok J, et al. Independent living in adults with autism spectrum disorder: 
Stakeholders' perspectives and experiences. Res Dev Disabil. 2021 Dec;119(104085. [PMID: 
34600352] 

162. Solomon C. Autism and Employment: Implications for Employers and Adults with ASD. J Autism 
Dev Disord. 2020 Nov;50(11):4209-4217. [PMID: 32415532] 

163. Anderson KA, Hemmeter J, Rast JE, et al. Trends in Supplemental Security Income Payments to 
Adults With Autism. Psychiatr Serv. 2020 Jun 1;71(6):602-607. [PMID: 32264799] 

164. Anderson KA, Hemmeter J, Wittenburg D, et al. National and State Trends in autistic Adult 
Supplemental Security Income Awardees: 2005-2019. J Autism Dev Disord. 2021 Aug 18. [PMID: 
34406587] 

165. CMS. National Overview of 1915(c) HCBS Waivers. 
166. Shea LL, Koffer Miller KH, Verstreate K, et al. States' use of Medicaid to meet the needs of 

autistic individuals. Health Services Research. 2021;56(6):1207-1214. [PMID:  
167. Lindsay S. Systematic review of factors affecting driving and motor vehicle transportation among 

people with autism spectrum disorder. Disability and Rehabilitation. 2017 
2017/04/24;39(9):837-846. [PMID:  

168. Chan DV, Klinger MR, Adkisson KA, et al. Examining Environmental Predictors of Community 
Participation for Adults with Autism Spectrum Disorder Using Geographic Information Systems 
(GIS). J Autism Dev Disord. 2021 Jul;51(7):2531-2537. [PMID: 32939608] 

169. Rezae M, McMeekin D, Tan T, et al. Public transport planning tool for users on the autism 
spectrum: from concept to prototype. Disability and Rehabilitation: Assistive Technology. 2021 
2021/02/17;16(2):177-187. [PMID:  

170. Kersten M, Coxon K, Lee H, et al. Independent Community Mobility and Driving Experiences of 
Adults on the Autism Spectrum: A Scoping Review. American Journal of Occupational Therapy. 
2020;74(5):7405205140p1-7405205140p17. [PMID:  

171. Kersten M, Coxon K, Lee H, et al. “In Their Own Time”: Parents Gently Push Their Autistic Youth 
Towards Independent Community Mobility and Participation. Journal of Autism and 
Developmental Disorders. 2020 2020/08/01;50(8):2806-2818. [PMID:  

172. Janwadkar RS, Byun S, Rootes A, et al. Self-Perceived Independent Living Skills and Self-
Determination as a Method of Evaluating a Residential Program in Young Adults With Autism 
Spectrum Disorder. Cureus. 2021 Sep;13(9):e18133. [PMID: 34692342] 

173. Stone B, Cameron A, Dowling S. The autistic experience of homelessness: Implications from a 
narrative enquiry. Autism. 2022 Jun 25:13623613221105091. [PMID: 35757980] 

174. Churchard A, Ryder M, Greenhill A, et al. The prevalence of autistic traits in a homeless 
population. Autism. 2019 Apr;23(3):665-676. [PMID: 29633853] 

175. Roux AM, Rast, Jessica E., Garfield, T., Shattuck, P., and Shea, Lindsay L. NATIONAL AUTISM 
INDICATORS REPORT: FAMILY PERSPECTIVES ON SERVICES AND SUPPORTS: A.J. Drexel Autism 
Institute, Drexel University, 2021. 

176. Cameron LA, Borland RL, Tonge BJ, et al. Community participation in adults with autism: A 
systematic review. J Appl Res Intellect Disabil. 2022 Mar;35(2):421-447. [PMID: 34907624] 



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

29 

 

177. Lord C, Charman T, Havdahl A, et al. The Lancet Commission on the future of care and clinical 
research in autism. Lancet. 2022 Jan 15;399(10321):271-334. [PMID: 34883054] 

178. (PCPID) PsCfPwID. Report to the President 2017: America’s Direct Support Workforce Crisis: 
Effects on People with Intellectual Disabilities, Families, Communities and the U.S.  Economy. 
Available at: acl.gov/sites/default/files/programs/2018-
02/2017%20PCPID%20Full%20Report_0.PDF. 

179. U.S. Department of Labor OoDEP. Direct Support Professionals (DSPs). 
180. Services MDoH. Addressing the autism service provider shortage in Minnesota, 2020. 
181. Scales K. It Is Time to Resolve the Direct Care Workforce Crisis in Long-Term Care. Gerontologist. 

2021 Jun 2;61(4):497-504. [PMID: 32853357] 
182. Almeida B, Cohen MA, Stone RI, et al. The Demographics and Economics of Direct Care Staff 

Highlight Their Vulnerabilities Amidst the COVID-19 Pandemic. J Aging Soc Policy. 2020 Jul-
Oct;32(4-5):403-409. [PMID: 32510289] 

183. Statistics USBoL. Occuaptional Employment and Wage Statistics. 
184. Krebs N. A shortage of health aides is forcing out those who wish to get care at home: National 

Public Radio, 2022. 
185. Gordon-Lipkin E, Foster J, Peacock G. Whittling Down the Wait Time: Exploring Models to 

Minimize the Delay from Initial Concern to Diagnosis and Treatment of Autism Spectrum 
Disorder. Pediatr Clin North Am. 2016 Oct;63(5):851-9. [PMID: 27565363] 

186. Ames JL, Massolo ML, Davignon MN, et al. Transitioning youth with autism spectrum disorders 
and other special health care needs into adult primary care: A provider survey. Autism. 2021 
Apr;25(3):731-743. [PMID: 32551940] 

187. Lipinski S, Boegl K, Blanke ES, et al. A blind spot in mental healthcare? Psychotherapists lack 
education and expertise for the support of adults on the autism spectrum. Autism. 2022 
Aug;26(6):1509-1521. [PMID: 34825580] 

188. State Insurance Mandates for Autism Spectrum Disorder. Volume 2022: American Speech-
Language-Hearing Association. 

189. McBain RK, Cantor JH, Kofner A, et al. State Insurance Mandates and the Workforce for Children 
With Autism. Pediatrics. 2020 Oct;146(4). [PMID: 32900876] 

190. McBain RK, Kareddy V, Cantor JH, et al. Systematic Review: United States Workforce for Autism-
Related Child Healthcare Services. J Am Acad Child Adolesc Psychiatry. 2020 Jan;59(1):113-139. 
[PMID: 31150751] 

191. DiBari JN, Azuine RE, Linares DE, et al. Maternal and Child Health Bureau's Autism Research 
Program. Pediatrics. 2020 Apr;145(Suppl 1):S5-s12. [PMID: 32238526] 

192. NCD. Health Equity Framework for People with Disabilities In: Disability NCO, ed, 2022. 
193. Burkett K, Kamimura-Nishimura KI, Suarez-Cano G, et al. Latino-to-Latino: Promotores' Beliefs 

on Engaging Latino Participants in Autism Research. J Racial Ethn Health Disparities. 2021 Jun 22. 
[PMID: 34156630] 

194. Edelson SM, Nicholas DB, Stoddart KP, et al. Strategies for Research, Practice, and Policy for 
Autism in Later Life: A Report from a Think Tank on Aging and Autism. J Autism Dev Disord. 2021 
Jan;51(1):382-390. [PMID: 32361792] 

195. Parker ML, Diamond RM, Del Guercio AD. Care Coordination of Autism Spectrum Disorder: A 
Solution-Focused Approach. Issues Ment Health Nurs. 2020 Feb;41(2):138-145. [PMID: 
31322982] 

196. Wagner S, Rubin IL, Singh JS. Underserved and Undermeasured: a Mixed-Method Analysis of 
Family-Centered Care and Care Coordination for Low-Income Minority Families of Children with 
Autism Spectrum Disorder. Journal of Racial and Ethnic Health Disparities. 2021. [PMID:  



2021-2023 IACC Strategic Plan for Autism Research, Services, and Policy Draft 
January 2023 

 

30 

 

197. Barry CL, Kennedy-Hendricks A, Mandell D, et al. State Mandate Laws for Autism Coverage and 
High-Deductible Health Plans. Pediatrics. 2019 Jun;143(6). [PMID: 31092588] 

198. Hand BN, Miller JS, Guthrie W, et al. Healthcare utilization among children with early autism 
diagnoses, children with other developmental delays and a comparison group. J Comp Eff Res. 
2021 Aug;10(11):917-926. [PMID: 34037425] 

 


	Chapter 5: Services and Supports
	Introduction
	Education System
	Healthcare System
	Insurance Coverage
	Service Delivery Models
	Mental Health Services and Supports
	Dental Care
	Appropriate Services to Address Health and Safety Concerns
	Law Enforcement and Safety

	Ensuring Individualization, Choice, Person-Centered Planning, and Self-Direction
	Navigation Services

	Caregiver Supports
	Ongoing Areas of Need
	Accessibility and Waitlists
	The “Services Cliff”
	Independent Living, HCBS, Transportation, and Self-Determination
	Services for Individuals with Intensive Support Needs

	Workforce Training and Development
	Coordination of Services
	Summary
	Recommendations
	References


