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Approximately 50,000 youths with autism spectrum disorders (ASD) exit U.S. high schools yearly to enter adult systems of care,
many of whom remain dependent on family for day-to-day care and service system navigation. As part of a larger study, 174 family
caregivers for adolescents or young adults with ASD were asked what advice they would give service providers about how to
improve services for youth with ASD. Refexive thematic analysis identifed a framework of fve directives: (1) provide a roadmap
to services; (2) improve service access; (3) fll gaps to address unmet needs; (4) educate themselves, their families, and society about
autism; and (5) operate from a relationship-building paradigm with families. Education, health, and social service providers, as
well as policymakers, can use these directives to better assist youth with ASD and their families in the transition to adulthood.

1. Introduction

Approximately 50,000 youths with autism spectrum disor-
ders (ASD) leave high school each year in the U.S. [1],
equating to roughly half a million young people with ASD
entering adulthood over the next decade [1]. ASD is deemed
a lifelong developmental disorder, and, while often di-
agnosed in childhood, many individuals with ASD retain
signifcant difculties in adaptive functioning and social
roles throughout life [2]. Consequently, individuals often
remain dependent on family caregivers to ensure care
through adulthood [3, 4]. Of specifc concern to families are
problems encountered as youth age out of the school system
and attempt to access adult systems of care. Te transition
out of high school is often accompanied by a loss of service
access and limited employment opportunities [5–7]. Despite

their crucial role in interfacing with service providers, re-
search has scarcely explored caregivers’ voices regarding
how service landscapes should best serve transition-age
adolescents and young adults with ASD.

Ensuring care for older ASD youth may be difcult due
to service system barriers, including waiting lists for Med-
icaid waiver care [8, 9], ASD stigma among healthcare
providers [10], out-of-pocket expenses for supportive ser-
vices [11], and opportunity costs related to caregivers’
service coordination [12]. Althoughmultiple challenges exist
in ensuring care for older youth with ASD, most research has
focused on young children and their caregivers. To date, few
studies exist on older youth, and even fewer have featured
their caregivers’ voices. Parents report feeling as if they are
“falling of a clif,” referring to the dramatic drop in service
availability after high school exit [1, p. 25], and research
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broadly documents a high level of unmet service needs for
older and transition-age youth compared to younger chil-
dren [7, 13].

Existing qualitative evidence on the transition to
adulthood has explored parents’ and youths’ perspectives on
the transition process [14] and what constitutes desirable
outcomes [15]. Research has also examined caregiver and
youth perceptions of barriers to and facilitators of success in
terms of employment and postsecondary adjustment
[16, 17]. Additional work has integrated caregivers’ voices
into the discussion of unmet youth service needs [18].
Caregiver feedback has been used to evaluate specifc ASD
programs and services, including Medicaid-funded ASD
service programs in Pennsylvania [19] and a social skills-
focused vocational training program in Alabama [20].
Caregiver perspectives have also been featured in studies of
recreational activities [21] and primary care services for
transition-age youth with ASD [22]. Yet, caregivers have not
been asked directly for advice about how to improve services
generally for transition-age youth. Because family caregivers
must often schedule and coordinate services [1], they ofer
an important perspective on the services received by
ASD youth.

Our work critically expands prior research by explicitly
seeking caregivers’ advice from service providers for im-
proving care for transition-age youth. In contrast to existing
work, our study did not direct caregivers to consider
a specifc service or service system. Rather, the current
study’s purpose was to amplify caregivers’ own priorities in
recommending improvements to system-level services and
supports provided to transition-age youth with ASD. Below,
we follow Tong et al.’s [23] established COREQ guidelines
for reporting on qualitative research.

2. Methods

2.1. Study Overview and Recruitment. Tis qualitative in-
vestigation is part of a larger study of service use and well-
being among transition-age adolescents and young adults
with ASD and their family caregivers in Northeast Ohio [24].
Family caregivers across 14 counties in Northeast Ohio were
recruited from sources including: ASD community-, hos-
pital-, and school-based programs; county developmental
disability boards; advocacy groups; religious institutions;
and health and human service agencies. Study fyers were
distributed via organization websites and social media and at
local education and fundraising events. Caregivers were
referred by 28 diferent agencies and organizations.

Eligibility requirements included the following: (1) being
the primary caregiver; (2) to an adolescent or young adult
(age 16 to 30); (3) who had been diagnosed by an education
or health professional with an ASD (e.g., autism, Asperger’s,
PDD-NOS).Te lower age of 16 was selected to be consistent
with the age at which transition plans are required to be
written into individual educational plans. A generous upper
age limit of 30 was adopted in response to three factors: (1)
the paucity of research on the experiences of ASD youth as
they approach and exit high school; (2) laws in several states
entitling individuals with disabilities to remain in school into

their early 20s; and (3) evidence suggesting lags in service
access that can result from Medicaid eligibility reevaluation
at age 18 or the loss of health insurance coverage under
a parent’s policy at age 26. No exclusion criteria (e.g., having
comorbid disorders, the caregiver not co-residing with the
youth) were specifed. Semistructured interviews were
conducted over 18months, between May 2017 and No-
vember 2018, by trained graduate-level research assistants at
caregiver-designated locations. Te study was approved by
the Institutional Review Board at Case Western Reserve
University. Caregivers received a $25 gift card for
participation.

2.2. Study Sample. A total of 239 caregivers were referred
and screened for the study; 31 were ineligible based on the
age of the youth with ASD, and 34 could not be reached,
were not scheduled, or ultimately chose not to participate.
Completed interviews were conducted with 174 caregivers
(83.7% of those eligible). Caregivers were primarily mothers
(91.4%), with a mean age of 54 years, and were caring for
primarily male (72%) youth with ASD who were 21 years old
on average. Caregivers were fairly well educated, and most
were employed and married or partnered. Nearly one-ffth
reported income below $40,000. Descriptive data regarding
caregivers and youth with ASD are presented in Table 1.
Details about the measures used to collect these data are
described elsewhere [24].

Over 40% of youth were enrolled in secondary or high
school; less than 13% were attending college or post-
secondary vocational training. Of those no longer in school,
60.5% were currently working, and most (73.5%) were
working only part-time. Nearly 45% required at least con-
sistent support with daily activities and supervision much of
the day across all settings (e.g., home, school). Te most
commonly utilized services caregivers reported youth uti-
lizing were medical (66%), mental health (63%), employ-
ment supports (54%), case management (53%), educational
(51%), social supports (46%), and life skills (45%).

2.3. Procedures. Data were drawn from two open-ended
questions that were embedded in a broader interview
composed mainly of standardized measures. Te primary
question focused upon in this study was asked in a section on
service use and experiences. Interviewers asked, “What
advice would you give to service providers about how to
improve services for adolescents and adults (like [youth’s
name])?” Almost all (n= 166, 95.4%) provided responses,
which were then analyzed; eight respondents indicated
having no advice to give. Secondarily, the interview’s closing
question asked if there was anything else the caregiver
wanted researchers “to know about you and your family’s
needs or situation in providing care to (youth’s name).” Over
40% ofered a closing comment that elaborated on or ex-
tended their earlier response; these comments were also
analyzed. Te word counts of these qualitative responses
were 31 on average, ranging from 6 to 332. Interviews lasted
between 50 and 180minutes, largely owing to the use of
standardized scales, with an average length of 95minutes.
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Graduate-level research assistants were trained to in-
terview and reconstruct the thematic content and dialogue of
participants’ extended responses and to record salient
phrases (see [26]) verbatim. All interviewers were trained to
probe for elaboration and clarifcation using Gorden’s [27]
verbal (e.g., “Could you spell that out a little more for me?”
or “When you say [keyword], could you help me understand
more what you mean?”) and nonverbal strategies (e.g.,
utilizing active silence). Interviews were not audio-recorded.
Tis decision is supported by methodological research
showing that written feld notes from carefully trained in-
terviewers yield levels of detail and thematic accuracy
equivalent to those of transcripts from audio-recorded in-
terviews [28]. Interview documents were reviewed by project
staf within 48 hours, and interviewers were asked to explain
any unclear entries; on occasion, caregivers were recontacted
to clarify responses.

2.3.1. Data Coding and Analysis. We employed inductive
refexive thematic analysis [29], guided by Miles and
Huberman’s [30] framework, with data abstraction and
confguration proceeding iteratively. After data collection
ended, data reduction was initiated wherein all coauthors
studied caregivers’ verbatim responses and generated a list of
frst-pass, data-driven codes. Tat initial list was transferred
to an Excel spreadsheet, where three coauthors (Authors 1, 3,
and 4) independently applied the initial codes to each re-
sponse. If needed, new codes were created to comprehen-
sively abstract the data. A fourth researcher (Author 2)
reconciled diferences in coding. Author 1 is a rehabilitation
counselor and experienced qualitative researcher; Author 2
is a social worker; Author 3 is a music therapist; and Author
4 is a pediatric psychiatrist. All authors have experience
working with individuals with developmental and/or in-
tellectual disabilities.

Table 1: Characteristics of family caregivers and youth with ASD (N� 174).

n or M % or (SD) Range
Family Caregiver Characteristics
Age, M (SD) 54.2 (6.8) 35–72
Female 159 91.4%
Race/Ethnicity
White 139 79.9%
Black 26 14.9%
Other (Hispanic, multiracial, or other) 9 5.2%

Married 122 70.1%
Employed (full-time or part-time) 120 69.0%
4-year college degree or higher 105 60.4%
Annual household income
<$40,000 33 18.9%
$40,000 to $74,999 42 24.1%
$75,000 to $99,999 22 12.6%
$100,000 to $150,000 40 23.0%
$150,000 or more 37 21.3%

Lives in large, central urban county 120 69.0%
Characteristics of Youth with ASD
Age, M (SD) 20.9 (3.7) 16–30
Male 125 71.8%
Lives with caregiver 142 81.6%
Primary diagnosis
Autism 119 68.4%
Asperger’s 27 15.5%
Other (other, multiple, or unknown) 28 16.1%

Comorbid mental health disorder 106 60.9%
Comorbid intellectual disability 47 27.0%
School and work status
In high/secondary school 71 40.8%
In college or vocational school 22 12.6%
Out of school, working full-time or part-time 49 28.2%
Out of school, not working 32 18.4%

Level of support neededa

None or infrequent 30 17.2%
Intermittent 67 38.5%
Limited, but consistent 32 18.4%
Frequent and close 28 16.1%
Extensive or continuous 17 9.8%

Has Medicaid coverage 100 57.5%
Has Medicaid waiver for services 59 33.9%
aindex based on the scales for independent living-revised short form [25].
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Data were then transferred into NVivo version 12.6.0 [31]
to facilitate data organization and confguration. Data display
transpired when coders organized data-driven codes into
thematic categories using pile-sort techniques [32]. Tis
generated a combination of semantic and latent subthemes
through which higher-order themes and their patterns of
interrelationship were defned. Interpretive insights from the
pile-sort process, as data were compared back against themes
and subthemes, were tracked by memoing. Coded data were
compared iteratively until no new concepts were identifed in
relation to the study’s core research aim [33, 34].

2.3.2. Conclusion-Drawing and Verifcation. Data verifca-
tion and trustworthiness were enhanced through various
mechanisms.Wemade eforts to refexively engage with data
and analysis by (a) continually bracketing, through memos,
coders’ existing assumptions about service quality for
families and youth with ASD in light of frst-pass coding and
(b) continually reexamining those earlier existing assump-
tions against later and fnal coding, analysis, and in-
terpretation of fndings [35]. Member checking was
employed when key fndings were presented to an audience
of roughly 100 professionals and family members at a re-
gional ASD conference. Subsequent, invitation-only work-
shops engaged attendees in facilitated discussion around the
study’s fndings. Nineteen family caregivers who partici-
pated in the study and attended one of the workshops
confrmed that the identifed themes were consistent with
their experiences, supporting the credibility of our thematic
reconstruction and the reliability of our feld note strategy
for documenting participants’ responses.

3. Findings

Te analysis identifed fve primary themes that consist of
both a logistical (four themes) and relational (one theme)
framework of recommendations for how service providers
could improve services for youth with ASD. Tese comprise
the two innermost concentric circles in the sunburst diagram
in Figure 1. Four logistical directives implored providers to
(1) equip caregivers with a clear roadmap to the service
landscape (n= 48); (2) improve access to services by re-
ducing barriers (n= 129); (3) fll service gaps to address
unmet needs (n= 129); and (4) better educate themselves,
other professionals, families, and society at large (n= 60).
Finally, caregivers contended (5) that providers must
operate from a relationship-building paradigm with youth
and families (n= 77).

Te second innermost concentric circle displays care-
givers’ four core logistical directives (roadmap to services,
improve access to services, address gaps in services, and
educate on autism), with subthemes emanating out through
sun rays comprising the two outermost rings. Sun ray width
corresponds to the frequency with which caregivers men-
tioned a particular subtheme. Te center circle conveys
advice from caregivers that the four logistical directives be
enacted from a place of relationship-building with youth
with ASD and their families.

3.1. Roadmap to Services. Caregivers described the need for
a clear “roadmap” (metaphor invoked by caregivers during
member checking) for navigating the service landscape. Two
components comprised the roadmap.

3.1.1. Clarify Process of Identifying and Procuring Services.
First, caregivers needed clarifcation regarding the process of
identifying and procuring available services, stating, “Providers
need something clear and concise for what’s available for
families and steps to take.” Another refected on the inadequate
counsel received when attempting to connect with necessary
services: “Once (son) was diagnosed, I wasn’t given enough
guidance in getting connected with services and information on
what to do.” One mother’s current uncertainty communicated
lack of process improvement over time: “We are not getting
many services. I’m not sure I’m looking in the right direction or
contacting the right people.” Some identifed settings through
which information about services might best reach families. For
example, referring to medical care, one commented, “It is really
important for families to have information on services available
and for physicians to better guide parents.” Another identifed
the school system as a critical point of contact: “(Tere) should
be more information when they are in school. (We were) not
notifed of what services are available.”

3.1.2. Shift Onus from Caregivers. Beyond clarifying processes
for securing services, caregivers advised that providers shift the
excessive onus of locating and coordinating services away from
caregivers, refecting, “So much falls on me as a parent” and “It
would've been nice if services could have come tome instead of
me searching for services.” Others articulated the burden of
service location, instructing, “Let families know what is out
there. . . It's stressful enough raising the child without having to
research what I need for transitions.” Procuring services was
a common struggle: “We struggle and fght. . . I have to fght for
every service. Te answer is always ‘no’ in pursuit of services
until I have to kick someone’s ass.”

3.2. Improve Access to Services. Following critical steps of
roadmapping, caregivers advised providers to measurably
improve access to existing services, commenting on barriers
(e.g., inadequate funding, policy limitations, extensive
waiting lists). Caregivers suggested several changes that
would increase access to services in a practical way.

3.2.1. Integrate Services. Caregivers refected on the value of
a more integrated service system, stating, “It would be great if
they could have a one-stop shop for getting all services” and
“Tere needs to be a place that lets you know everything
available.” Others alluded to the education system as a key
touchpoint for gathering critical information, advising that
“High schools need to be better educated on services out there to
help caregivers.”

3.2.2. Prepare Families in Advance. Caregivers underscored
the importance of providers helping to prepare youth with
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ASD and their families well before key transitions. One
mother simply advised, “Get to the pipeline early.” Care-
givers alluded to shortcomings of school systems to help
prepare for transition to adulthood, instructing “Educate
parents early on about transitioning from childhood to
adulthood to make the transition smoother.” For another,
vocational assessment did not begin soon enough: “Tere
was lots of testing after high school with nothing in place.
(Son) got used to not doing anything. I would like to see
testing start earlier and programs put in place for
graduation.”

3.2.3. Increase Funding and Insurance Coverage.
Numerous caregivers noted the need for more funding, and
funding that could more efciently address youths’ needs.
Concerned about cost, one mother mentioned the need for

fexible fee structures: “It’s a very expensive condition.
Having services that have sliding scales for those in need is
important.” Another observed the sometimes mutual ex-
clusivity of afordable and high-caliber services, asserting,
“Tere’s the fnancial part that can be hard; good providers
often don’t take Medicaid.” Limitations of private insurance
were noted: “Insurance needs to cover more mental health
services.”

3.2.4. Address Policy Limitations. For some, problems with
service access were symptoms of policy limitations. A father
expressed frustration with restrictive policies for accessing
certain types of housing:

“Our federal government has taken mandate over
waivers, and they don’t understand what families or in-
dividuals need. Tey dictate the types of environments they
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think individuals should live in and are making those en-
vironments more isolated than inclusive.”

3.2.5. Reduce Waiting Lists. Related to service system
shortcomings, several caregivers noted an extensive wait
time for services: “Waiting time for services is too long.
Tere needs to be better access.” Caregivers also expressed
concerns about waiting lists for home- and community-
based waiver services, declaring, “Te waiver list is too long.
We shouldn’t have to wait 19 years!”

3.2.6. Increase Practical Access. Caregivers further advised
providers to ofer greater fexibility in the locations, times,
and days of service provision. One mother explained, “One
size does not ft all by any stretch of the imagination. Services
need to be available and not just during the day.” Another
caregiver noted scheduling discordance for those working
traditional hours: “Some families need creative scheduling
because some parents work 9:00 a.m. to 5:00 p.m.” Others
suggested that providers could better accommodate the
unique circumstances and needs of youth, stating, “Meet
somewhere else if transportation is a problem” and “Home
visits would be helpful because he's more comfortable there.”
Other caregivers noted geographic imbalances in services,
voicing, “We need more services and support groups in the
inner city.”

3.3. Address Gaps in Services. In addition to improving
access to services that caregivers identifed as existing but
unreachable due to myriad barriers, caregivers also identi-
fed the absence of needed services and the absence of ap-
propriate training for professionals.

3.3.1. Build Specifc Services. Caregivers perceived a general
dearth of services and identifed specifc ones as lacking.
Requests for social skills training and socialization services
were common, with one mother suggesting, “Ofer peer
social activities. He needs caregivers outside of the family or
day program to engage him in social activities.” Caregivers
also advised providers to focus on “daily living skills” and
“basic life skills” that would transfer to “real life.”

Caregivers suggested providers increase employment
services. One mother alluded to the inadequacy of the as-
sistance her son received from a vocational rehabilitation
agency, asserting, “Kids like (son) need more work expe-
riences. Te vocational agency only gave him one work
opportunity, but kids need more.” Another commented on
the scarcity of vocational support for youth with ASD and
the lack of opportunity to engage with society:

“Tere is a general lack of employment services for
people with autism in competitive employment. It’s
a struggle to fnd providers to work with. I know many
children who are just sitting there and could have con-
tributed to society.”

Caregivers highlighted the need for improved transition
services, noting, “Tis transition to adulthood is scary. . .

Tere need to be solutions for children past 18 and 26 (years

old),” and “Transitioning out of high school is poorly done.
We don’t have enough information for the next phase.”
About the dearth of information, another caregiver
explained, “My district does not have a transition co-
ordinator. I don’t know who to talk with other than the
guidance counselor, who has not been very helpful.” Others
identifed an urgent need for residential crisis stabilization:

“(I) wish there were places to take them where they can
stay and be safe until they calm down, to help parents deal
with anger and outbursts when kids get out of control. (We)
can’t go to the hospital because if they’re not an immediate
threat, the hospital won’t keep them. Te police can’t help
unless they actually hurt someone, and sometimes cops
make things worse.”

3.3.2. Support Diversity. Caregivers of youth across diverse
points on the spectrum voiced frustration at their exclusion
from services based on level of functioning. Some who
described their youth as “high-functioning” asserted that
such functioning thwarted service reception. For example,
one mother explained:

“A better understanding of needs is important for
someone who’s high-functioning; (daughter) often doesn’t
receive services because she doesn’t appear to need them
when compared to individuals with more severe symptoms.”

However, caregivers of youth they described as “low-
functioning” expressed a parallel sentiment: “Tere are
many services for younger kids, newly diagnosed in-
dividuals, and individuals with higher functioning. My
daughter is low-functioning, nonverbal, and needs one-
on-one support.” Another noted, “Some programs only
serve kids with a certain IQ. Don’t call yourself an ’autism
program’ if you only serve kids with Asperger’s.”

Several caregivers identifed support needs for ASD
youth’s intersecting identities. Alluding to the minority of
girls with ASD, one mother advised, “Take into consider-
ation that there are girls on the spectrum” by ofering diverse
socialization activities. Others predicted a growing need for
providers’ understanding of how ASD intersects with gender
identity. One grandmother shared that her loved one
“. . .can’t fnd someone who knows autism and transgender
issues.” Additional caregivers articulated concerns about
comorbid mental health conditions, stating that “. . . autism
and mental illness interactions are often not talked about.”

Some caregivers identifed a lack of socially inclusive
services for persons of color. One mother distilled that
“People who are of color and have autism, and their families,
struggle and feel excluded.” Another echoed such concerns:
“In the Black community, there is a lack of understanding
and support of those with Asperger’s or autism. Tis needs
to improve.”

3.3.3. Support Families. Caregivers emphasized the need for
services that support family functioning. Te stress of
rearing a child, and then adult, with ASD profoundly af-
fected some families and marriages. A mother advised
providers to infuse support for family relationships early on
in the caregiving trajectory: “Caring for (son) caused the
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divorce; it really fractured my family. Tere needs to be
marital therapy when a child is diagnosed. Even support for
other children.” In contrast, a father reported that his son’s
ASD had promoted family closeness. Yet, he also advised
attention to siblings’ support needs, stating, “(Son) keeps us
together as a family; we’ve grown closer. Address issues of
sibling support; my kids sacrifce a lot having an older sibling
with severe special needs. . . (it is) not a typical teenager’s
life.” Another caregiver commented on scarce support for
neurotypical siblings: “(My) younger child has had difculty
adjusting to life with an older sibling with autism. . . feels
embarrassed by his actions. . . I wish there was support for
siblings to learn strategies about how to manage
frustrations.”

3.4. Educate on Autism

3.4.1. Educate Providers. Caregivers advised providers to
educate themselves and other providers about ASD, focusing
on “Training of staf. . . staf needs to understand autism”
and generally instructing “Stay current with your pro-
fessions.” Another detailed that “School does great. Others,
like health aides, need training on how to better care for
someone with autism.” Educators were also perceived as
needing better training on ASD. Caregivers stated, “Teachers
need to be more knowledgeable about how to relate to (son)”
and “Educators should know more about autism.” Others
noted the need for better-educated physicians, from pedi-
atricians (“Tere needs to be better education for pedia-
tricians for directing parents with newly-diagnosed children;
we need to know what to expect”) to general practitioners
caring for youth as they move into adulthood (“As a large
number of adolescents with autism enter adulthood, phy-
sicians have to learn to deal with them”).

3.4.2. Educate Families. Several caregivers identifed a need
for more family education. One simply instructed, “Make
the parent feel like they can handle a child with severe
autism.” Another asserted, “More caregivers need to be
educated about their family members in order to provide
better-quality support and get services.”

3.4.3. Educate Society. Caregivers underscored the need for
societal awareness and education, alluding to experiences of
intolerance and disrespect. Tey urged providers to
“. . .educate the public on autism; educate adults on respect”
and identifed that “the main problem we encounter is an
intolerant society.” A mother shared how lack of awareness
contributes to family isolation:

“I don’t think other people understand how much it
afects your life. We try to appear normal, but getting it out is
so hard. Going out into crowds is hard. It amazes me how
narrow-minded people can be, thinking that you should
keep your child at home or that their kids will be scared.”

A Black mother articulated the acute danger and fear of
her son’s victimization by the police: “(We are) fearful that if
a cop asked (son) to stop, the worst outcome would result,

like him getting shot. (It is) difcult getting (son) to services
such as the barbershop. Te community, especially the inner
city, needs to be more educated.”

Underscoring that all individuals, regardless of ability,
share identical needs for respect and dignity, one mother
said, “Tey are the same as you and I. Te world has a long
way to go.”

3.5. Build Relationships. Nearly half of the caregivers (46%)
who provided a logistical directive for how services could be
improved also articulated a corresponding need related to
relationship-building.

3.5.1. Person-Centered Care. Caregivers directed providers
to operate within person-centered frameworks of care, ad-
vising, “Providers must get to know individual patients” and
“Defnitely listen to an individual’s specifc needs.” One
mother noted that person-centered approaches and their
variants might still be considered non-traditional among
providers: “Tink outside of the box: (utilize) trauma-
informed care, person-centered care.” Another elaborated,
“Focus on (youth) being people frst, the person and not the
disability. But understand the disability.”

3.5.2. Qualities of Successful Providers. Compassion, em-
pathy, and patience were identifed as foundational qualities
of successful providers. Caregivers directed, “Be patient, use
repetition, and stay calm,” and “Listen to the person with
autism. Talk to them as a person. Have patience. Know who
you are talking to, and adjust your interaction accordingly.”
Another underscored the need for empathy and curiosity in
attempting to improve services for youth:

“Too often, there are assumptions and judgments being
made about why individuals with autism do what they do.
Try to understand the behavior frst. Have empathy for what
it’s like to feel overwhelmed and live in a world that makes
no sense. Stop looking at the behavior frst. Seek to
understand.”

3.5.3. Strategies to Build Relationships. Caregivers ofered
key relationship-building strategies for providers. Tey
underscored attunement, directing providers to listen
(“Really listen to the person with autism”), engage (“Engage
him; he only has behavior problems when bored”), focus on
strengths (“Focus on strengths, minimize difculties and
problem behaviors”), and withhold damaging assumptions
(“Do not assume they are unintelligent”; “Control your
prejudice. Children with autism are not ‘lazy’.”).

Caregivers implored perspective-taking, reminding
providers that ASD youth “. . .will not respond like a typical
person will; try to understand their perspectives,” and
instructing, “Put yourself in their place. Treat them as an
adult and with respect. Give them responsibility; let them
have an active role in their lives.” Caregivers urged providers
to “spend more time with families” to better understand
their worlds, advising, “Take more time in getting to know
the family. Sometimes I feel like I’m just a number.”
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One fnal strategy for relationship-building was to col-
laborate with families. One caregiver instructed, “Listen to
the parents and work with parents who have a lot of ex-
perience.” Others identifed clear, trustworthy communi-
cation as key, highlighting transparency and follow-through
as indispensable: “Tey must do what they say they'll do. Be
transparent about training and responsibilities. . .Develop
a relationship, based on trust, with families.” Multiple
caregivers reiterated these notions. One caregiver implored:

“Don’t promise something you can’t deliver. Over the
years, you work with people who say they’ll provide
something, and then, either because they lack the skills or
have made unrealistic promises, they don’t deliver.”

4. Discussion

Te current study synthesized advice from caregivers into
fve key recommendations for improving services for youth
with ASD. Caregivers called on providers to: (1) provide
a road map for navigating the service landscape; (2) improve
access to services; (3) address substantive gaps in services;
and (4) educate themselves, other professionals, families,
and society about ASD. Tey also advised providers to (5)
adopt relationship-building approaches with both youth and
their families. We discuss below the implications for
practice, policy, and future inquiry.

4.1. Roadmap. Our fnding that caregivers lack a clear
“roadmap” of services converges with a recent U.K. study in
which fathers noted the lack of a “route map” for procuring
support services for youth with ASD [36]. Tese fndings
bolster existing quantitative evidence that information about
services is a principal unmet need of family caregivers
[37, 38]. Caregivers in this study reported having to shoulder
inordinate responsibility for locating and coordinating
services. Similar sentiments have been reported by parents of
younger children with ASD; for example, caregivers in the
Netherlands experience “overburdening” [39], and parents
in British Columbia describe service coordination as a “full-
time unpaid job” [40]. It is concerning to hear these themes
refected in the comments of caregivers to transition-age
youth. Mollifying strains of resource coordination should be
a priority for policymakers, researchers, and providers, as
prior research has established that such strains are associated
with ASD caregivers’ poor emotional outcomes [41]. Eforts
to shift the onus of service-seeking and coordination from
caregivers could provide meaningful support to caregivers.
Improved models of ASD care might centralize service
provision into “one-stop-shop” centers, such as the Ohio
State University’s Nisonger Center [42] and other University
Centers for Excellence in Developmental Disabilities, that
integrate specialized therapies and clinical care for youth as
well as training and counseling for other family members.

4.2.Access toServices. Study fndings regarding difculties in
accessing services are consistent with prior quantitative and
qualitative research. In the U.S., difculties have been re-
ported in national studies [1, 38], as well as studies confned

to the Midwest [43, 44], Southeast [45], and Mid-Atlantic
regions [18, 19]. On some indicators, ASD youth appear to
have similar or even greater access to care than neurotypical
youth; for example, a greater percentage are covered by
insurance and have a usual source of care [46]. However,
youth with ASD still experience considerable barriers (e.g.,
long waiting lists), resulting in delayed and unmet care needs
[47]. Recent work suggests the benefts of training caregivers
to advocate for adult services [48].

Access-related barriers do not appear unique to a specifc
type of service; difculties have been reported in accessing
healthcare [46], employment [15], and recreation programs
[21]. Some past work has focused on the need to help youth
with ASD transition to adult healthcare and mental health
services (e.g., [49]). Although it is important that individuals
receive services from appropriately trained providers, the
current study provides support for a “medical home” model
in which care is comprehensive, coordinated, and provided
to individuals with developmental disabilities and their
families across the life course regardless of chronological
age [50].

4.3.Gaps in Services. Caregivers identifed numerous gaps in
the current service landscape, one of which was in transition
planning. Although federal law requires that all special
education students receive transition planning, only 58% of
youth with ASD receive those services by the required age
[1]. Some best practices to support families during the
transition process have been identifed, including education,
empowerment, and participation in planning [51]. Caring
for youth was alternately identifed by caregivers as a source
of confict and cohesion in the family, suggesting that ad-
ditional family support is also needed. Support groups for
parents and siblings are among the top family-requested
services in families with school-age children with ASD [44].
As families provide the foundation of long-term care for
those with ASD, it is imperative to adequately support them.
Yet, a recent systematic review of interventions to mitigate
stress and anxiety among caregivers of ASD youth identifed
only two studies, out of the 13 available, that focused spe-
cifcally on caregivers of transition-age youth [52]. Fur-
thermore, while numerous interventions exist that train
typically developing siblings as therapy agents (e.g., siblings
teach, model, or prompt) to improve ASD youth’s social or
behavioral skills, far fewer interventions have been de-
veloped to address siblings’ psychosocial needs [53]. Life-
long, family systems-based interventions focused on sibling
support are critical given the complexities of families af-
fected by ASD as well as siblings’ infuential role in caring for
ASD youth through adulthood [54, 55].

Te need for crisis stabilization services has received
little attention in prior research. Several families in the
current study lamented the lack of options available to safely
manage serious behavioral and mental health symptoms
displayed by youth with ASD. Tis fnding comports with
those ofWhite et al. [56], who found that families experience
crises as pervasive and feel alone in trying to address them.
Providers could assist families by organizing short-term
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residential crisis response services modeled, for example,
after successful eforts in Dane County, Wisconsin [57].

Te need to enhance existing vocational training and
employment support for those with ASD has been docu-
mented in prior quantitative studies in the U.S. [45] and
internationally [17, 58]. Our caregivers requested a greater
focus on vocational skills and provision of work opportu-
nities, especially in preparing youth for competitive em-
ployment. Caregivers also recognized the interrelatedness of
social skills and employment among youth by requesting
more social skills training and opportunities to develop daily
living skills transferable to “real life.” Recent work dem-
onstrates the feasibility of targeting ASD-specifc social skills
defcits within vocational rehabilitation programs [20].

Beyond the need for specifc services, caregivers
expressed the necessity of age-appropriate ASD pro-
gramming for individuals with diverse levels of functioning.
Te struggle to receive services appropriately tailored to
individuals on diverse points of the autism spectrum, as well
as those with comorbid mental and physical conditions, has
been reported by parents of young children [59] and young
adults with ASD [18]. Our caregivers also identifed a need
for greater inclusivity for racial and ethnic minority families
and sexual or gender minority ASD youth. Caregivers urged
providers to prepare for cohorts of emerging adults with
increasingly diverse clinical and demographic profles, and
such intersectionality will be an important topic to address
in future research.

4.4. Education. Caregivers in this study directed service
providers to improve education about ASD at all levels,
including for direct care staf, educators, medical doctors,
families, and general society. Te need for increased training
and education of direct care staf has been identifed in some
prior studies of specifc programs [19] or populations (e.g.,
foster care youth with ASD [43]). Consistent with some past
research [18], caregivers in the current study expressed
frustration at having to educate service providers about
ASD. Indeed, research suggests that, internationally, in-
depth training on ASD and evidence-based practices to
support those with ASD are severely lacking for health,
education, and social care providers [60] and that ASD
stigma endures via multiple myths held by the lay public
[61]. Eforts to enhance provider training and increase so-
cietal awareness of ASD could help reduce feelings of burden
and isolation among family caregivers.

4.5. Build Relationships. From the perspective of caregivers,
it is crucial that providers build rapport and relationships
with families and youth with ASD in order to efectively
deliver services. Tis dovetails with the fndings of other
studies indicating, for example, that adults with ASD de-
scribe a lack of mutual understanding, communication, and
trust withmedical professionals as factors rendering primary
care physical exams difcult [62]. Our study underscores
listening as a critical skill in relationship-building, echoing
previous work in which parents of children and adolescents
with ASD feel that healthcare professionals do not listen to

them or integrate them into decision-making [22, 39]. Tese
factors are important since the quality of the parent-provider
relationship has been found to impact perceptions of ASD
service adequacy [63].

In addition to rapport-building, caregivers in our study
advised intentional collaboration with families, drawing on
families’ expertise in caring for their youth with ASD. Tis
aligns with Smith and Anderson’s [64] call to incorporate
“family-centered transition programming into school and
clinical settings” (p. 118). Integrated as a whole, this study’s
fndings suggest a need for holistic, family-centered ap-
proaches to care that target both provider-family relation-
ships as well as training and services for autistic youth and
support for family units. Prior work notes that lifelong
models of parent and caregiver training are aspirational [65],
but that very little research has examined optimal caregiver
interventions for adults with autism [66]. In building family-
centered approaches to care, efort should be taken to
minimize potential incongruence between how such care is
enacted by providers and how systems operate [37]. Future
inquiry should explore the extent to which such perceived
incongruence impacts family-provider relationship quality.

4.6. Policy Implications. Compared to other states, Ohio is
considered average in terms of ASD-mandated coverage for
private insurers [67], eligibility requirements, coverage, and
spending limits under Medicaid and Medicaid waiver
programs [68, 69], and the overall availability of autism
services in the community [70]. As such, the study’s fndings
suggest numerous policy implications. First, despite the
well-documented increase in reported ASD prevalence in
recent decades, very few states, Ohio included, ofer Med-
icaid waivers that are specifc to ASD [71] and even fewer
ofer ASD-specifc waivers for adults [72]. Designing ASD-
specifc waivers may better address caregivers’ identifed
needs for increased availability and better access to spe-
cialized services most relevant to transition-age individuals
with ASD. While research on the efectiveness of ASD-
specifc waivers in improving youth and family outcomes
is still developing, early fndings suggest benefts for both
ASD youth (e.g., improved independent living skills) and
families’ quality of life [73].

Tough not specifc to autism diagnoses, recent child
services advocacy eforts in Ohio have led to the develop-
ment of a new state Medicaid waiver (1915c-OhioRISE) [74]
that provides additional support for multisystemic children
and youth up to 20 years of age who have signifcant be-
havioral health treatment needs. Dovetailing with caregivers’
advice in this study to improve service access and better
understand and address youths’ behavioral symptoms,
caregivers of transition-age youth through 20 years old in
Ohio may leverage services from this waiver. Relatedly,
autism-specifc advocacy eforts in the state are currently
seeking to enhance applied behavioral analysis (ABA) ser-
vices, and legislation is presently being drafted to require the
Ohio Department of Medicaid to collect data on ABA
therapy for enrolled youth diagnosed with ASD to better
document service access, use, and unmet need [68]. Future
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policy initiatives should make use of existing advocacy
coalitions driving these service expansions to build data for
ongoing evidence-based program improvements.

Study fndings additionally underscore the need for
more afordable quality services, as some caregivers noted
fnancial strain and the limited pool of providers who accept
Medicaid insurance. Medicaid payment rates are known to
be substantially lower than those of private insurance
[75, 76]. Moreover, research evidences that providers ad-
ditionally encounter more billing problems with Medicaid
compared to private insurers and Medicare, generating an
administrative burden that de-incentivizes providers to
accept Medicaid clients. Policy decisions that increase state
budgets and streamline Medicaid payment processes are
likely to improve access to quality services [77].

5. Conclusion

5.1. Strengths and Limitations. Tis study was a small
qualitative component of a broader study. Tus, the col-
lection of expansive qualitative data was not possible. Our
study was conducted in one U.S. state, and while 14 counties
were represented, most caregivers were from one large
metropolitan county. Although participants’ experiences are
certainly infuenced by how services are funded and
structured locally, our fndings align with those from other
parts of the U.S. and internationally. For instance, parents in
Canada perceive the care system as overly complicated [40]
and caregivers in both the U.K. [36] and Australia [78]
express frustration with having to “fght” for and coordinate
services. It is possible that our data miss service system-
specifc nuances due to the general nature of the interview
questions. However, it is important to note that participants’
relationship-building advice applies to providers within all
service systems. Future research might explore how care-
giver advice may difer, qualitatively and quantitatively,
across specifc systems, as well as the extent to which youth
characteristics (e.g., age, racial and ethnic identity, func-
tioning) predict variation in caregiver perceptions.

Our sample included a smaller proportion of non-white
minoritized and socioeconomically marginalized families as
compared to the whole U.S. Consistent with the experiences
of many other researchers, our recruitment eforts did not
efectively reach many minoritized and low-income families.
Tis may partially refect failures of service-delivery systems,
which hinder efective service use by minoritized and low-
income families [79], as well as families headed by caregivers
with lower levels of education [80, 81]. Notably, however,
our fndings suggest that the experience of caring for
minoritized youth with ASD may difer in ways that afect
their safety and well-being.

Despite limitations, our study includes multiple
strengths. First, we explicitly solicited family caregivers’
advice about how providers could improve services for
youth with ASD. Our study expands on a small body of prior
research that has collected caregiver perspectives on distinct
experiences such as the transition from high school [15, 18]
or the receipt of specifc services such as vocational re-
habilitation [20], recreation [21], or primary care [22].

Second, unlike prior studies that have included other
stakeholders such as youth with ASD, program staf, and
policymakers [15, 19], the current study focused solely on
the recommendations of family caregivers. Tus, we were
able to identify unique needs (e.g., roadmapping, sibling
supports, crisis care) and perspectives (e.g., burden of care
coordination assumed by families, strategies for enhancing
trust) not evident in prior work. Finally, our study can help
provide a context from which to interpret data regarding
satisfaction with services and unmet service needs. By
identifying how care providers can better serve adolescents
and young adults with ASD, participants in our study
provide a critical voice to the many caregivers who are
navigating the challenges associated with moving youth into
adult systems of care.
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