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PROJECT PURPOSE

"Explore the experiences of parents
and caregivers of children with
autism spectrum disorders (ASD)

"Explore the experiences of service
providers working with individuals
with ASD



BACKGROUND
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BACKGROUND

®"Needed services and challenges:

Education on signs of autism
Access to expert diagnosticians
Early screening and intervention
Services across the lifespan
Transition supports



METHODS

ERecruitment

Ohio Center for Autism and Low Incidence
(OCALI) identified potential
parent/caregiver participants who were
contacted by email or phone

Service providers were identified through
the OCALI website service provider
database and emailed recruitment letters



METHODS

=Data collection
Parents and caregivers interviewed by phone

Providers were interviewed in a focus group
or phone interview

EMeasures

Parents and caregivers were interviewed
using a semi-structured interview with 19

questions

Providers were interviewed using a semi-
structured interview with 5 questions



PARENT INTERVIEW GUIDE

"Parent & Caregiver Interview Guide
First signs
Diagnosis

Services (e.g., locating, accessing, funds
for)

Interactions with various service delivery
systems (e.g., medical, early education,
school system, vocational)

Significant life events
Interactions with other parents



PROVIDER INTERVIEW GUIDE

" What is your role? In what ways do you support
service delivery for individuals with autism or
other disability?

= What, if any, gags have you found in the service
delivery system? What happens when families
aren’t able to access the type of service they
heed? Where do they go?

" What do‘you suggest would help improve the
quality of the service you provide?

" What are the primary funding streams that
support the services you provide to individuals
with ASD? How does your agency receive this
funding?

= What, if any, are the current gaps in funding or
funding needs for supports and services to
individuals with an ASD?



METHODS

=Data Analysis

Content analysis conducted by 3
researchers

="Periodic credibility checks
Conceptual themes identified

Validity check using provider interviews



PARENT INTERVIEW DEMOGRAPHICS

Parent Gender Child Gender
5%

' » Male

Female

» Male
Female

95%

Average child age: 13.5



PARENT INTERVIEW DEMOGRAPHICS

Region

% Central

“ East

“ West

¥ Southeast
¥ Southwest
" Northeast

Northwest

Race

» Caucasian

Unknown

= African
American



PROVIDER DEMOGRAPHICS

"9 service providers and state leaders
participated

®"The service providers and leaders
came from a variety of service areas
such as education, rehabilitation,
health, mental health, and advocacy



RESULTS

® Parent Interview Themes
Coping Strategies

= 4 subthemes: Life changes, emotional responses, social
support, determination, advocacy and empowerment

Service Provider Experiences

= 2 subthemes: Positive and negative experiences
m Service Provider Interview Themes
Gaps in the service delivery system
Funding services

Importance of support for adults with ASD



COPING STRATEGIES: LIFE CHANGES




COPING STRATEGIES: EMOTIONAL
RESPONSES




COPING STRATEGIES: SOCIAL SUPPORT




COPING STRATEGIES: DETERMINATION




COPING STRATEGIES: ADVOCACY AND
EMPOWERMENT




SERVICE ACCESS AND DELIVERY: POSITIVE

EXPERIENCES

mCollaboration and communication
®Financial resources

®High quality services

®|nsider knowledge

"Parent provided care

"Luck



SERVICE ACCESS AND DELIVERY: NEGATIVE

EXPERIENCES

®Delays in diagnosis

mSystem disconnects

=l ack of information

®lnadequate service providers
®Financial and logistical challenges
EDevalued by experts

mGeographic inconsistencies



GAPS IN THE SERVICE DELIVERY SYSTEM




FUNDING SERVICES




IMPORTANCE OF SUPPORT FOR ADULTS
WITH ASD




STUDY LIMITATIONS

®Sample size and representativeness

"Generalizability
=Participant recruitment
®"Findings from one state



STUDY STRENGTHS

"Rich information gained will spark
future research

=Reliability
=Validity




IMPLICATIONS

®Practice
Clear, concise, and coordinated
communication
Collaboration among parents/caregivers,
service providers, and other
professionals
Professional development and pre-

service training
"Educators, medical professionals, and
other relevant professionals



IMPLICATIONS

®Research
Support groups and activities
ASD service providers
="Policy
Advocacy
Policy awareness
Policy translation



CONCLUSION

=Pjcture of service delivery system and
funding for ASD in Ohio

Optimism about the future

"Improvements to be made

®"Next steps for practice, research, and
policy



QUESTIONS

[ IQuestions for us?

L IQuestions for you

In your professional and personal experiences, what
gaps and barriers in services for individuals with
autism spectrum disorders have you noticed?

In your professional and personal experience, what
are the ways in which the service delivery system is
working well?

For practitioners, in what ways do you collaborate
with parents in your practice and how could you
change your practice to increase collaboration?
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