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Plug

To learn more about PCORI and patient 
engagement in research:

PCORI Roundtable Meeting Tomorrow 
@ 9am!



Agenda
Project Overview

Preliminary results 
◦ Caregiver focus groups & interviews
◦ Caregiver survey on care coordination

Next Steps

Discussion

◦ What is interesting about the findings?

◦ How can we share findings?

◦ What audiences would be interested in this?



Project Overview



Project Background
Children with disabilities require a wide variety of care and services from health 
providers, social service agencies and their families or caregivers. 
◦ Families & caregivers typically serve as the main coordinator of care for children with 

disabilities.

Emerging from the Affordable Care Act (ACA), Accountable Care Organizations 
(ACOs) are groups of providers that take responsibility for the care of a defined 
population and share in any savings associated with improved quality and 
efficiency of the care they provide.

The ACO model is designed to improve coordination of health services, and thus 
improve efficiency and outcomes through the presumption of financial risk.



Ohio Medicaid Policy Change
Prior to July 2013, children with disabilities were eligible for traditional, fee-for-
service Medicaid.

In July 2013, all Aged, Blind & Disabled (ABD) children in Ohio were required to 
enroll in managed care. 
The policy change effectively moved approximately 8,000 Medicaid-eligible 
ABD children into the Partners for Kids (PFK) Accountable Care Organization 
(ACO). 

Partners for Kids (PFK) is owned by Nationwide Children’s Hospital, and assumes 
responsibility for ~300,000 Medicaid children in central and southeastern Ohio (34 of 88 
counties).



Study Population –ABD Children

“Children with special 

health care needs” 

may have a disability 

and/or a complex 

health condition, but 

this category alone is 

not an eligibility 

criteria for Ohio 

Medicaid.

Income-eligibility level for 

Medicaid may be set lower than 

that required for SSI eligibility, 

although it also allows for “spend 

down” to Medicaid monthly 

income eligibility by deducting 

medical expenses. 

 Most, but not all SSI children 

qualify for Medicaid under Ohio’s 

ABD definition



Research Questions
1) Can an ACO implement a system of care coordination that improves upon 
what children with disabilities and families received before becoming part of an 
ACO? 

2) What effects do these activities have on health care and outcomes? 

Our hypothesis: Children with disabilities will have improved outcomes and 
experiences after becoming part of an ACO compared to their prior outcomes 
and experiences in a traditional fee-for-service model. 



Project Overview

Patient Advisory Panel Guided



Role of the Patient Advisory Panel
Guide our research throughout every stage of our research including:
◦ Refining our research questions

◦ Research design

◦ Interpreting and disseminating our findings

◦ Ensure that our research is and remains patient-centered throughout the study

 The Patient Advisory Panel is an integral component of our research team 
and one of the primary ways we engage patients in our research. 



• ACO Stakeholder 
Interviews

• Patient/ Caregiver Focus 
Groups

Dissemination 
of Study 
Results

• Medicaid Claims Analysis

• Interview, Survey and 
Claims Integration & 
Analysis

Year 3 (9/2016-8/2017)Year 2 (9/2015-8/2016)Year 1 (9/2014-8/2015)

• Caregiver Interviews

• Caregiver Surveys / Medical 
Record Abstraction

Quarterly Patient Advisory 
Panel Meetings*

Quarterly Patient Advisory 
Panel Meetings

Quarterly Patient Advisory 
Panel Meetings

Project Time Line – 3 Year Study

* Approximately 10 hours per year; Compensation $75/hour; Led by Voices for Ohio’s Children & Ohio State University 



Study Aims
1. Use qualitative methods to identify stakeholder perspectives on care 
coordination before and after the transition from fee-for-service to the 
ACO model of care for children with disabilities.

2. Implement a novel caregiver and medical record abstraction tool 
designed to assess care coordination for children with special health care 
needs to evaluate the quality of care coordination provided by the ACO.

3. Compare healthcare quality, utilization, and other patient-centered 
outcomes for children with disabilities before and after joining the ACO 
and the impact of care coordination on these outcomes using data 
collected in Aims 1 and 2, along with claims and electronic health record 
data.



Aim 1
AIM & METHODS



Aim 1

Use qualitative methods to identify ACO stakeholder* and caregiver 

perspectives on care coordination before and after the transition from fee-

for-service to the ACO model of care for children with disabilities. 

*Stakeholders: ACO leaders, clinicians and care coordinators; payer representatives, public health 
agency representatives



In Other Words… (Aim 1)
Talk with ACO leaders to see what they did as an 
organization to prepare to take on the ABD population; and

Talk with family caregivers of children with disabilities to 
understand whether they noticed any changes in terms of 
the care their child received or the way care is coordinated 
once they moved from fee-for-service to managed care. 



Aim 1 Methods
ACO Stakeholder
Interviews

Caregiver & Patient 
Focus Groups

Caregiver
Interviews

Dates March – April 2015 June & November 2015 January – May 2016

# of Participants N=24 
(PFK=12; payer=9; public 
health=3)

N=35
(includes 2 teen patients)

N=33

Locations Columbus Franklin (4)
Athens (1)
Jefferson (1)
Scioto (1)

Franklin (16)
Guernsey (7)
Vinton (6) 
Union (4)

Analytic Methods: Recorded, transcribed & thematic coding 



Counties (in yellow and 
purple): Medicaid 
Managed Care Region 
for which PFK has 
responsibility 

Counties (in purple): 
Caregiver focus groups 
and interviews locations

Ohio Counties Included in Study



Aim 1
PRELIMINARY FINDINGS



ACO Experiences with Care Coordination 
Before & After the Policy Change
Before the Policy Change After the Policy Change

No systematic approach to care coordination Developed a care coordination program

Care coordination experience from complex care 
clinic, Center for Medicare and Medicaid 
Innovation (CMMI) grant 

Built a care coordination team
 Team of RNs, social worker, quality outreach 

coordinator
 Served kids w/ complex medical needs and ABD 

Already provided medical care to many ABD kids, 
but was not financially at risk for them

Developed strategies to engage caregivers & gain buy-in 
from providers

Care management duties resided with managed 
care plans

Created formal delegated care coordination agreements 
with managed care plans



Caregiver Perspectives on Care Coordination 
Before & After the Policy Change
Before the Policy Change After the Policy Change



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

I don't really know a whole lot about 
coordinating care. We just coordinate our 
own care...I just make their appointments, 
see the physician. If the physician says, 
“They need X, Y, or Z,” then I call X, Y, or Z; I 
get the number for there, and I call and set 
up another appointment. [Vinton Interview]



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers 

…she was born with an extreme 
amount of medical needs, way 
more than I was ever ready for.  Like 
my husband at the time wasn’t in 
for that, didn’t want in for all the 
care that came with it, so we ended 
up splitting up and getting divorced. 
[Vinton Interview]



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers

Most recalled receiving a letter about the upcoming 
change



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers

Most recalled receiving a letter about the upcoming 
change

Most were aware of policy change; concerns 
related to changes in coverage (e.g. home health, rx
coverage)

So we went from being able to: “Oh, we 
have a referral.” All you had to worry 
about was taking time off of work, 
getting there…Now it’s: “But will they 
cover it? Let me call and see. Well, no: 
this one doesn’t. Well, okay, we’re stuck 
with it for a year. Does it cover this 
medication? No. [Vinton Interview]



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers

Most recalled receiving a letter about the upcoming 
change

Most were aware of policy change; concerns 
related to changes in coverage (e.g. home health, rx
coverage)

Not many families reported having formal care 
coordination services, those who did got them 
through county boards other community 
organizations 



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers

Most recalled receiving a letter about the upcoming 
change

Most were aware of policy change; concerns 
related to changes in coverage (e.g. home health, rx
coverage)

Not many families reported having formal care 
coordination services, those who did got them 
through county boards other community 
organizations 

Little utilization of PFK care coordination; mixed 
experiences; some would like it

[PFK care coordinators] always call 
me and check up on us, you know 
what I mean? If we ever need 
anything, … always, they’ll give me 
those resources. [Columbus Interview]

…they didn’t help much. Pretty much 
was easier for me to just do it myself, 
‘cause it seemed like going through 
them was more of a hassle, so, doing 
it myself was easier. [Columbus Interview]



Caregiver Perspectives on Care Coordination 
Before and After the Policy Change
Before the Policy Change After the Policy Change

Caregivers are the primary “coordinators” 

Child’s disabilities had considerable impact on caregivers

Most recalled receiving a letter about the upcoming 
change

Most were aware of policy change; concerns 
related to changes in coverage (e.g. home health, rx
coverage)

Not many families reported having formal care 
coordination services, those who did got them 
through county boards other community 
organizations 

Little utilization of PFK care coordination; mixed 
experiences; some would like it



Aim 1: Key Takeaways
Substantial variation in the amount and kinds of services the kids need

Much of what ABD kids need are not medical services per se, but other 
services provided outside of the ACO/health system
 E.g., social services, behavioral health, etc. 

Schools play a significant role 
 E.g., OT/PT/Speech therapy
Overall school experience can be influential, both positively and negatively
 Need for tutoring services 

Multiple scarcities (family support, financial support, covered services, 
information) produce challenges for caregivers



Aim 2
AIM & METHODS



Aim 2

Implement a novel caregiver and medical record abstraction tool 

designed to assess  care coordination for children with special health 

care needs and to evaluate the quality of care coordination provided 

by the ACO. 



In Other Words… (Aim 2)
Parent reported experiences of care coordination using the 
Family Experiences of Care Coordination Survey assessed:
◦ Do parents report receiving support that allows for smooth 

transitions across providers and settings?

◦ Do parents report that providers communicate with one another in 
a way that supports continuity?

◦ Are parent reported experiences of coordination and medical 
record documentation of care coordination related to health 
outcomes?



Aim 2 Methods
All caregivers of children, ages 3-18, covered under ABD 
status who were assigned to managed care plans/PFK as of 
June 2013 were invited to participate in an online or phone 
survey 

Of the 6,089 invited, 2,062 (33.9%) completed the survey

Most common reasons for non-completion 
were bad address, bad phone number, 
unreachable, and declined



Caregiver Survey Respondents by County



Aim 2
PRELIMINARY FINDINGS: RESPONDENT DEMOGRAPHICS



Caregiver Gender

Male

Female

93% of caregivers 
surveyed are female



Caregiver Relationship to Child

Mother or Father

Grandparent

Aunt or uncle

Older brother or 
sister

Other relative

Legal guardian

Some other way

Most caregivers are 
parents, followed by 
legal guardians, and 
grandparents 



Caregiver Age

75% of caregivers are 
between 25-44 years old
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Caregiver Education

More than 80% 
have high school 
education or 
greater
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Age of Eligible Child

8 years old and 
younger

Over 8 years old

Most children 
were older 
than 8 years



Children in Household

Approximately 80% 
have 2+ children in 
the household

1

2

3

4 or 
more



Children in Household with Special Needs
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Approximately 50% 
of households report 
having more than 1 
child with special 
health care needs



Aim 2
PRELIMINARY FINDINGS: QUALITY INDICATORS



National Quality Forum (NQF) Approved 
Care Coordination Measures
Access to Care Coordinator

◦ Has a care coordinator

◦ Care coordinator was knowledgeable, supportive, and advocated for the child’s needs

Care Coordination Activities
◦ Asked about concerns and health changes 

◦ Assisted with specialist service referrals

◦ Helped to obtain needed community services

Communication and Documentation
◦ Child has shared care plan

◦ Appropriate written visit summary content



Visited More than One Provider or 
Doctor’s Office in the Last 12 Months

Nearly 60% of caregivers 
(N=2,062) report their child 
visited more than one doctor 
or used more than one kind of 
health care services (e.g. PT, ST, 
HH, etc.) (N=1,206)

No

Yes



Main Provider’s Office Care Coordination

57% of caregivers reporting 
multiple doctors or visits 
(N=1,206) also report having 
someone in the main provider’s 
office help them manage their 
child’s care (N=686)

No

Yes



Who Helped Coordinate Care in Main 
Provider’s Office?

57.2%
19.4%

14.0%

5.8%

3.4% 0.2%

Main Provider

Other MD or nurse

SW/CC/Case manager

Clerk

Someone else

DK/Refused



Care Coordinator Outside Main 
Provider’s Office

15% of caregivers with 
multiple doctors or visits 
(N=1,206) report having 
someone outside the main 
provider’s office help them 
manage their child’s care 
(N=178)

No

Yes



Who Helped Coordinate Care Outside 
Main Provider’s Office?

35% of caregivers with a care 
coordinator outside the MP’s office 
(N=178) report Care Coordinators, Social 
Workers and Case Managers helped 
them manage their child’s care (N=63)36.0%

28.6%

35.4%

Provider from a different
office
Someone else

SW/Care manager/Care
Coordinator



Care Coordinator Knowledgeable About 
Child’s Health, Supported Caregiver, 
Advocated for Child’s Needs

40% of caregivers with more 
than one doctor’s visit or health 
care service, and a care 
coordinator (N=686) report the 
care coordinator was 
knowledgeable about child’s 
health, supported the caregiver, 
and advocated for child’s needs 
(N=274)

Marginally

Somewhat

Yes



Aim 2
PRELIMINARY FINDINGS: CARE COORDINATION ACTIVITIES



How often did care coordinator ask if you 
had concerns about child’s health or 
treatment?

73% of caregivers with a 
care coordinator who 
initiated contact (N=437) 
report that the care 
coordinator always asked 
about child’s health or 
treatment concerns 
(N=318)
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How often did care coordinator ask if 
child’s health had changed in any way?

71% of caregivers with a 
care coordinator who 
initiated contact (N=437) 
report that the care 
coordinator always asked 
if child’s health changed 
in any way in the last 3 
months (N=309)
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Did the care coordinator make sure child got 
an appointment to see a specialist?

80% of caregivers with a care coordinator 
and a main provider recommended the 
child see a specialist  (N=507) report the 
person helping them manage their child’s 
care made sure the child got an 
appointment to see a specialist (N=405)
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Did the care coordinator help getting 
needed community service in the past 12 
months?

71% of caregivers with a care 
coordinator who needed community 
services (N=457) report they received 
help from a care coordinator to get a 
community service in the past 12 months 
(e.g. home health, respite care, early 
intervention programs, etc.) (N=324)
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Aim 2
PRELIMINARY FINDINGS: COMMUNICATION & DOCUMENTATION



Written Visit Summary from Main 
Provider’s Office

64% of caregivers (N=2,062) 
report they received a written 
visit summary from the main 
provider’s in the past 12 
months (N=1,312)
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Main Provider’s Created a Shared 
Care Plan for Child

47% of caregivers (N=2,062) 
report the main provider 
created a shared care plan for 
child (N=965)
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Aim 2
DISCUSSION & DISSEMINATION



Aim 2: Key Takeaways
Caregivers of children with disabilities are predominately female, parents 
of the child, and often report having more than one child in the family 
with special health care needs. 

Most caregivers who saw multiple providers report having care 
coordination through their main providers office, though some receive it 
outside of their main provider’s office.

Caregivers largely satisfied with care coordination but gaps remain:
Care coordinators do well with assisting w/ specialty referrals, help getting a 

community services and asking about child’s health changes.
Caregivers perceive care coordinators are not knowledgeable about and 

advocating for their child’s complex health care needs. 



Moving Ahead
Determining how experiences differ by urban/rural 
status, demographics, and diagnostic groups

Linking survey results to claims data to relate 
experiences and outcomes

Consider survey results in light of work in Aim 1 and 
Aim 3



Next Steps



Aim 3

Compare healthcare quality, utilization, and other patient-centered 

outcomes for children with disabilities before and after joining the 

ACO and the impact of care coordination on these outcomes using 

data collected in Aims 1 and 2, along with claims and electronic 

health record data. 



In Other Words… (Aim 3)
Use Medicaid claims data to compare use of health care services for 
ABD children before and after the policy change



Outcomes
Emergency department (ED) visit 

Well-child visit primary care visits

Specialty outpatient visits

Outpatient (OP) Medicaid visits to psychiatrists

Outpatient (OP) Medicaid visits to other behavioral health providers

Medication adherence – PDC

Prevalence of ADHD medication use

Follow-up care after initiation of ADHD medication

Hospitalizations

Follow-up care after psychiatric and all hospitalizations



Discussion



Discussion

◦What is interesting about the findings?

◦How can we share findings?

◦What audiences would be interested in this?



Thank you!

Paula H. Song, PhD 

psong@unc.edu

Brian Hilligoss, PhD

hilligoss.4@osu.edu

mailto:psong@unc.edu
mailto:Hilligoss.4@osu.edu

