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Autism Disparities
(Race, Ethnicity and/or Social Class)

• Diagnosis
• Delays in diagnosis; Type of ASD classification received

• Access to Services
• Decrease access to health care, educational services, parent support 

groups, or information

• Quality of Care
• Black children less likely to receive family centered care (e.g. time 

spent with doctor, feeling like a partner, treating families w/ respect)

• Outcomes: Unmet therapy needs, overall health, adjustment, and life 
outcomes, and family emotional distress and satisfaction with care

ASD Disparities Reviews: Zuckerman et al. 2014, Bishop-Fitzpatrick & Kind, 2017, Angell et al. 2018, Singh & Bunyak 2018
Quality of Care: Denboba et al. 2006; Gabovitch & Curtin 2009; Montes & Halterman 2011; Magnusson et al. 2017



Evaluation of a Community-Based 
Autism Clinic

• Evaluate the quality of care provided by Autism Clinic

• Caregiver survey – Quality of Care (adapted from NS-CSHN)
• 1) Accessing Care; 2) Family Centered Care; 3) Care Coordination

• Caregiver interview – Experiences before, during, and after diagnosis

• Today’s Focus: Family Centered Care and Care Coordination

• Compare quantitative measures with national and state level data

• Contextualize quantitative data with qualitative interviews



The Autism Clinic at Hughes Spalding

• Established in 2002

• Multi-disciplinary services
• Developmental Pediatrician and Pediatric 

Residents
• Nurse Practitioner and Nurses
• Speech and Occupational Therapist in clinic
• Nutrition, Social Work, Special Education 

available

• Three days a month
• Diagnosis, medical management and referral 

services

• Many patients rely on Medicaid

• Race, ethnic and economic diversity



Demographics: Autism Clinic Survey vs. 
National and State Level Data from NS-CSHCN

Demographic Autism Clinic Data
N=70

National Data
N=3055

GA Data
N=61

Age of Diagnosis (years, CI) 4.9 (4.2, 5.5) 6.4 (5.9, 6.9) 6.8 (4.7, 8.9) 

Race of Child with ASD (%)

White 23.2% 70.8% 69.9% 

Black 72.5% 11.3% 24.1%

Other/DK 5.7% 17.9% 6.0% 

Marital Status (%)

Married 42.9% 69.4% 75.2% 

Separated/Divorced 24.3% 19.6% 17.6%

Never Married 32.9% 9.9% 6.4% 



Demographics: Autism Clinic Survey vs. 
National and State Level Data from NS-CSHCN

Demographic Autism Clinic Data
N=70

National Data
N=3055

GA Data
N=61

Insurance Status (%)

Public Insurance 61.4% 32.7% 31.3% 

Private Insurance 21.4% 44.5% 42.0% 

Public and Private Insurance 10.0% 17.1% 15.6% 

Other 7.1% 3.0% 5.1% 

Income (%)

At or below 200% 2018 Poverty 
Level

64.3% 40.0% 41.3% 

Above 200% 2018 Poverty Level 35.7% 60.0% 58.7% 



Quality of Care Measure Autism Clinic Data
N=70

National Data
N=3055

GA Data
N=61

Family Centered Care (% yes)

Providers spent enough time 91.4%†‡ 67.4% 78.9%

Providers listened carefully 98.6%†‡ 80.0% 91.0% 

Providers gave specific information 94.3%†‡ 67.3% 80.9%

Feel like a partner in child’s care 90.0%† 78.7% 89.5% 

Discuss range of options for child 77.1%†‡ 67.4% 76.5% 

Provider encouraged questions 95.7%† 76.8% 91.5% 

Provider respect treatment choices 70.0%† 76.7% 88.9%

Family Centered Care: Autism Clinic Survey vs. 
National and State Level Data from NS-CSHCN

†chi-square test for specified proportion is significant at p<0.05 for autism clinic data compared to national data
‡ chi-square test for specified proportion is significant at p<0.05 for autism clinic data compared to state data



Qualitative Analysis: Family Centered Care

Providers Spent Enough Time
- Thorough visit
- Enough time for questions
- Involved a team of professional

“What I do like is they take their time 
to ask you ‘what is it that you need?’ 
And they address every little thing 
that you talk about at the visit”

Providers Listened Carefully
- Appointment was not rushed
- Genuine interest in caregiver 

questions
- Valued caregiver knowledge

“They’re really good about listening 
…and helping you coordinate what’s 
best for your child, based on what 
they know as clinicians, and what 
you know as a parent.”



Qualitative Analysis: Family Centered Care

Specific Information Provided
- Diagnosis of ASD

- Thorough and understandable description of 
ASD

- List of referrals for therapies and other 
services needed

“ I left with the diagnosis and …. I felt like they 
cared ..and that I was given a lot of good 
information and some tools to use. I left with a 
packet to read and numbers to call…. I felt like I 
wasn’t really alone in this.”

Limitations to Family Center Care

- Length of visit can be overwhelming for 
caregiver and child

- Meeting with so many different providers can 
be overwhelming and repetitious.

- Information overload

“It was so much information for somebody like 
me… It was overwhelming because you have all 
those people come in and trying to explain stuff 
to you and you don’t know. That was my first 
time being in a special-needs world.”



Care Coordination: Autism Clinic Survey vs. 
National and State Level Data from NS-CSHCN

Quality of Care Measure Autism Clinic Data
N=70

National Data
N=3055

GA Data
N=61

Care Coordination (%yes)

Clinic/Provider help coordinate care 29.4%†‡ 57.1% 75.3%

Anyone else help coordinate care 30.0%‡ 40.9% 44.2% 

Extra help needed coordinating care? 64.7%†‡ 40.1% 33.9% 

How often frustrated in getting 
services? (%usually, always) 

19 (27.5%)‡ 25.3% 14.5% 

†chi-square test for specified proportion is significant at p<0.05 for autism clinic data compared to national data

‡ chi-square test for specified proportion is significant at p<0.05 for autism clinic data compared to state data

Care Coordination - anyone who helps make sure that their child gets all the medical, educational, therapeutic, or social 

services that he/she needs, that doctors and therapist share information, and that these services fit together and are paid 

for in a way that works for caregivers. 



Qualitative Analysis: Care Coordination (CC)

Clinic Care Coordination - No
- Offered referrals, resources and 

initial/continued path forward

“No. I had to contact Amerigroup to 
find out what services where in my 
area; what offices to go to. The only 
thing they told me was [where to go 
to get] the evaluation for his hearing 
and his speech. So, I needed that 
first, [before] I can start any services.

Anyone Else Help - No
- Caregiver does most of the CC 

on her own

“No, I would say it is all me.” 

“No, I really have to do all this stuff 
myself… I pretty much do 
everything.”

“No, it’s been all me.... I’m actually 
doing everything on my own.”



Qualitative Analysis: Care Coordination (CC)

Help Needed - Yes
- Finding and connecting needed 

services
- Cost, insurance coverage, location

“I know they are trying their best, but…on our 
side of town, the south side, there’s not a lot 
of resources. I feel like sometimes we are 
getting left behind because we are not able to 
get that information and I have to try to find 
it on my own.”

Help Needed - Yes
- Family friendly and centralized 

services

“In Maine, you don’t go to your services, they 
come to you. So, there’s kind of no issue of 
figuring out how to coordinate so many 
different appointments into a week.”



Qualitative Analysis: Care Coordination (CC)

Help Needed - Yes

- Caregiver mental and physical care

“Why can’t I have help where someone 
can come in, spend time with my son, 
talk to him, and mom can go out and 
exhale?”

“I put myself on the back burner all the 
time and if I am sick today, I am going 
to just have to deal with it and try and 
do what I have to do and take care of 
my daughter.”

Help Needed - Yes

- Emotional Connection (parent 
support)

“I do need the setting where I’m 
talking to somebody that knows 
what I’m going through because I 
don’t have anybody to discuss that 
with.”



Conclusion

• Strengths of Autism Clinic 
• Communication between providers and families
• Providers listen carefully to family needs
• Many providers in one place
• Providers are understanding of life situations

• Areas for improvement 
• Prepare caregivers for initial visit – time, what to expect, who they will see 

(multi-lingual FAQ)
• Streamline information collected from families during visit 
• Dedicated care coordinator and family support specialist
• Provide updated referral lists especially Medicaid accepting services
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Questions?

Contact: Jennifer Singh

Jennifer.singh@hsoc.gatech.edu


