
• Parents of children with ASD residing in Southeast Ohio 

have lower satisfaction with primary care providers with 

screening and diagnosis of their child; however, they have 

better support once the diagnosis has been made.

• For the future, more participants will be contacted in order 

to have quantitative analysis. Additional sources of potential 

participants may increase the study population and 

increase the overall power of the results. 

Abstract / Introduction

• Autism Spectrum Disorders (ASD) is a group of 

neurobiological disorders that is seen in 0.9% of rural 

populations.

• Children with ASD have specific needs including 

increased number of office visits, prescription drugs, and 

special education services.

• The main issue pediatricians find is a lack of training of 

developmental patterns, screening tools, and services.

• Primary care providers in rural areas have hesitation 

towards managing and diagnosing ASD due to lack of 

time, care coordination, and poor reimbursements.

• The objective of this study is to uncover the access to care 

for children with ASD in Southeast Ohio. 

• We would like to find the satisfaction parents have with 

their primary care provider of their child in aiding in the 

screening and diagnosis of their child’s ASD and giving 

adequate resources and referrals for the child’s needs.

• Parents were interviewed who were English 

speaking and have children ages 12 months-18 

years with ASD living in Southeast Ohio.

• Participants were recruited through the Family 

Navigator and Community Health Programs of 

Southeast Ohio and Appalachian Family Center for 

Autism and Disability Resources and Education 

Facebook group. 

• A questionnaire was developed including 

demographic information, items from the National 

Survey of Children with Special Health Care Needs 

and qualitative questions about their experience with 

their child.

• Phone interviews were conducted to facilitate the 

questionnaire. Parents received a gift card for 

participating. 

• During subject phone interviews, patient responses 

were to be recorded in separate survey documents. 

• Open-ended items were transcribed into a separate 

document. 

Methods

Results

• Contributions

• No study to date has analyzed the resources relating to 

care for ASD patients provided to these families in 

Southeast Ohio.

• More information was discovered on the role of primary 

care pediatricians in providing ASD information for 

families. 

• Themes

• Overall, families faced difficulty working with their 

primary care provider for initial diagnosis. Recognition of 

ASD in children among primary care providers may be 

lacking. 

• After diagnosis, families were more satisfied with 

primary care management of ASD. 

• Other difficulties faced by families: insurance coverage 

for therapies, travel distance to appointments, 

coordinating care. 

• Limitations

• Recruiting participants 

• Small sample size 

• Use of phone interview 

Discussion

Conclusion/Future Directions 
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Case 1

Mother of an 8 year old white female residing in Athens, Ohio responds. 

Overall, the family struggles with their primary care provider in regards of the 

care of their child’s ASD needs. “A lot of health care needs for my kids have 

been denied because of my kid’s autism. We have run into providers that do 

not know anything about autism.” The family also faced issues with having 

insurance coverage for services. “My children have Medicaid and some of the 

services that were available, they did not qualify for.”

Case 2

Mother of 5 year old white male residing in Athens, Ohio responds. Overall, 

the family has had a more positive relationship with their primary care 

provider. “Our general pediatrician is at X Hospital and she does a great job 

with giving us referrals and services when we needed them. She was able to 

write for a service dog for our child. At the same time she knows when she is 

going outside of her boundaries as a general practitioner. We have a good 

relationship with our pediatrician and trust her with the overall care of our 

child.”

Case 3

Mother of five year old son and three year old daughter with ASD residing in 

Nelsonville, Ohio responds. This family had struggles with their initial primary 

care provider but their screening and diagnosis process improved after 

changing providers. “The diagnosis part of the team is great. We did well with 

Y not X hospital. The family navigator program took great interest in helping 

us.” The family struggled with having services available in their area. “The 

ABA and the speech that were suggested, all sounds good but those services 

were not available in Nelsonville.” 

Case 4

Mother of nine year old male with ASD residing in The Plains, Ohio responds. 

The family originally had difficulty with primary care providers in screening 

and diagnosis for their child. Mother states she was “very dissatisfied” by the 

overall communications provided by her primary care provider and “somewhat 

comfortable” with her child’s primary care managing all of her child’s needs for 

their autism spectrum disorder. “Getting the diagnosis took time. We saw 8 

different pediatricians.” The family also struggled getting appointments with 

specialists. “It took 6-7 months to get in for a developmental specialist.” 

Backlogs of reports was also an issue for this family. “We had delays getting 

reports from Children’s.”

Case 5 

Mother of thirteen year old male with ASD residing in Albany, Ohio responds. 

Family had great difficulty obtaining a diagnosis for their child, which actually 

delayed diagnosis several years, receiving a diagnosis greater than the age of 

6. After receiving a diagnosis their relationship with primary care improved. “I 

think it is getting to the diagnosis that was the worst part about the process 

because he was older. It took forever to get the right diagnosis, and once we 

were on the right track, even then it took a year or so. Everything changed 

when he got the diagnosis. Why couldn’t have a doctor been able to 

recognize the problem earlier on?” 

Case 6 

Adopted Mother/Aunt of five year old male with ASD residing in Athens, Ohio 

responds. Overall, the family does not have a strong sense that their primary 

care provider can manage their child’s ASD. Mother states she was 

“somewhat satisfied” by the overall communications provided by her primary 

care provider and “not comfortable” with her child’s primary care or general 

pediatrician managing all of her child’s needs for their autism spectrum 

disorder. Family has struggled with the coverage of some services for their 

child. “We had trouble getting the recommended ABA therapy because 

Medicaid doesn’t cover it and the local provider is full.” 

Case 7

Mother of fourteen year old female with ASD residing in Millfield, Ohio 

responds. Overall, the family struggled getting an initial diagnosis for their 

child. Mother states she was “very dissatisfied” by the overall communications 

provided by her primary care provider and “somewhat comfortable” with her 

child’s primary care managing all of her child’s needs for their autism 

spectrum disorder. Family had struggles obtaining the initial diagnosis. “She 

was diagnosed at Hospital Z. At first she was seen for adding on medications

Things didn’t seem right for her, she was falling behind in school.” 

Table 1 Participant Demographics

Variable Participants (n) 

Gender of Child

Girl

Boy

3

4

Age of Child 

0-1

2-3

4-6

7-10

11-18

0

0

3

1

3

Ethnicity

Asian 

American Indian 

Pacific Islander 

Black/African American 

White/Caucasian 

Mixed 

Other 

0

0

0

0

7

0

0

Population

500,001-1,000,000

100,001-500,000

50,001-100,000

2,501-50,000

Fewer than 2,500

0

0

0

5

2

ASD Severity 

Mild

Moderate

Severe 

3

3

1

Age of Diagnosis 

18 months 

24 months 

3 years 

4 years

5 years 

6 years or greater 

0

1

4

0

0

2


