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Introduction

Research has demonstrated that early childhood development is critical to school readiness, academic suc-
cess, and overall well-being.  Timely and effective services to prevent or address early developmental delay 
can reduce developmental and behavioral disorders. In turn these interventions for young children can save 

costs that would later be expended in the health, education, child welfare, and juvenile justice systems.  States have 
responded to this research by promoting developmental screening and the early identification of children at risk 
for developmental problems.  As a consequence, more children are being screened, and more pediatric primary 
healthcare providers have become skilled in identifying children with or at risk of these problems. 

Once these children are identified, referral for further assessment and treatment is essential.  However, access-
ing these services can be challenging for families.  Many parents of young children find it difficult to navigate the 
various agencies and providers involved in publicly supported early developmental intervention – administered by 
Medicaid1, Title V2, and Part C of IDEA (Part C) 3 – and many children are left with unmet needs. In addition, most 
primary care medical services are delivered through the private sector, while public health services often are de-
livered via public agencies. The variety of funding streams and the differences between public and private funding 
policies and practices can create additional difficulty in the coordination of services for families.  

As developmental surveillance and screening practices recommended by the American Academy of Pediatrics (AAP) 
become increasingly standardized and more widespread, the need for better coordinated and systematized assess-
ment, treatment and follow up for children has become apparent. For a more in-depth analysis of this topic, and for 
more information on the roles played by Medicaid, Title V, and Part C, see the National Academy for State Health 
Policy’s (NASHP’s) recent report, Improving Care Coordination, Case Management, and Linkages for Young Children: An 
Opportunity for States at http://abcd.nashpforums.org/sites/abcd.nashpforums.org/files/temp/Commonwealth.pdf.

As the next step in its Assuring Better Child Health and Development (ABCD) initiative, NASHP conducted a scan 
of states in order to better identify and understand what states are doing through variously funded early child 
health and development agencies to promote better care coordination, case management, and linkages to services4 
for young children.  The many and varied responses to this scan may help state policy makers become more aware 
of the potential resources and tools available to promote healthy development for young children and can provide 
states with strategies to more effectively coordinate resources and achieve better outcomes for their children.
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 Methodology

The state scan was guided by an advisory committee comprised of program directors from state 
Medicaid, Maternal and Child Health (Title V), and Early Intervention (Part C of IDEA; hereinafter 
Part C) agencies, as well as pediatric primary healthcare providers and other experts in child health 

and development. After pilot testing, the finalized scan was sent to all states, American Samoa, and Puerto 
Rico, and addressed to state Medicaid directors, state Title V directors, and Part C directors.  NASHP chose 
these agencies because each has the potential to set policies that may influence the development of young 
children. State responses have been compiled and summarized, and are available at NASHP’s ABCD RFP 
website: http://abcd.nashpforums.org/sites/abcd.nashpforums.org/files/temp/ABCDIII_raw_data.xls

Design and limitations of the scan: The scan was intended to be a multiple choice review that could be 
completed quickly and would provide NASHP and the advisory committee with a timely overview of what 
actions states are taking to promote healthcare and community linkages for young children with or at risk of 
developmental delay. The quantity of data received, including extensive narrative information in addition to 
check-off questions, was unexpected, and this brief is a summary of this enthusiastic response.  

The scan was designed to elicit strategies used by the three state agencies to improve healthcare and com-
munity linkages in three areas: within primary care practices; between primary care practices and other child 
and family service providers; and through systems or statewide strategies. Since Medicaid, Title V, and Part 
C have different resources and responsibilities, we provided each type of agency with a set of predefined 
strategies that each was likely to use.  The scan was designed to produce a snapshot of activity within the 
state as a whole—not to compare activity across agencies within a state.  NASHP did not seek to verify 
information, either for consistency within states or for accuracy.  The information has been gathered and 
analyzed according to what might be useful for states as they contemplate further initiatives to coordinate 
care for young children.

Survey respondents

43 states and two territories responded5, including 26 Medicaid agencies, 22 Title V agencies, and 20 Part 
C agencies.  18 states sent back more than one response.

Table 1: Scan respondents by state and agency

State Medicaid
Early 

Intervention
Title 

V
State Medicaid

Early  
Intervention

Title 
V

Alabama ● ● ● Montana   ●  
Alaska     ● North Carolina   ●  
American Samoa     ● North Dakota   ●  
Arizona ●     Nebraska     ●
Arkansas ●   ● Nevada ● ●  
California ●   ● New Hampshire   ●  
Colorado ● ●   New Jersey     ●
Connecticut   ●   New Mexico     ●
Delaware ● ● ● New York ● ● ●
District of Co-
lumbia

●   ● Ohio ● ●  

Florida ●   ● Oklahoma ●   ●
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State Medicaid
Early 

Intervention
Title 

V
State Medicaid

Early  
Intervention

Title 
V

Georgia     ● Oregon ● ●  
Hawai’i ● ● ● Pennsylvania ●    
Idaho       Puerto Rico ●    
Illinois       Rhode Island   ●  
Indiana       South Carolina ●    
Iowa ●     South Dakota      
Kansas     ● Tennessee ●    
Kentucky     ● Texas     ●
Louisiana   ●   Utah ● ●  
Maine       Vermont      
Maryland ●   ● Virginia ● ● ●
Massachusetts ●     Washington ●   ●
Michigan     ● West Virginia   ●  
Minnesota   ●   Wisconsin      
Mississippi ●     Wyoming      
Missouri ● ●   Total (n=45) 26 20 22

Table 1: Scan respondents by state and agency (continued)
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Significant Findings

States are clearly engaged and allocating time and resources to reducing service system fragmenta-
tion in the pursuit of healthy development for young children.  A total of 68 distinct agencies in 
43 states, Puerto Rico and American Samoa (a total of 45 state and territorial entities) responded 

to the scan.  All respondents reported some activity aimed at improving or addressing care coordination, 
case management and linkage issues for young children.  Many reported ongoing work in more than one 
state agency (Medicaid, Part C, Title V) to address healthcare and community linkages for young children.

States reported a diverse array of strategies, including inter-agency agreements to improve coordina-
tion across systems and co-location, and fax-back policies to promote communication between pediatric 
primary healthcare providers and other child and family service providers.  There were, however, many 
common themes in the responses, and these are explored here.

States are working to improve linkages at the primary care, service provider, and system-wide 
levels

The scan asked states to identify their linkage activities in the following three categories: 

primary care strategies•	  that transform the way pediatric primary healthcare practices are organized 
to deliver care;

service provider partnership strategies•	  that strengthen relationships between pediatric primary 
healthcare and other child and family service providers; and 

systems change and cross-system strategies•	  that enhance or transform operations between health 
and other service systems at the state level.

Responses indicate that all three strategy categories are in use by states, with many states involved in 
more that one strategy area.  (See Figure 1, next page)

States are using the medical home model as a strategy to improve linkages in primary care

The medical home model emerged from the state scan as one of the most commonly used strategies 
in the primary care setting to improve linkages for young children.  Medicaid and/or Title V agencies in 
25 states and Puerto Rico reported that they are currently implementing or plan to implement medical 
homes or medical home pilots to improve linkages (Table 2). Part C directors were not asked about medi-
cal home efforts.   

Table 2: States reporting use of the medical home strategy to improve linkages for children, by 
agency6

States Medicaid (n=26) Title V 
(n=22) States Medicaid 

(n=26)
Title V 
(n=22)

Alabama ●   Missouri ● NR
Alaska NR   Nevada ● NR
American Samoa NR   New Jersey NR ●
Arkansas ●   New Mexico NR ●
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Arizona ● NR New York ● ●
Colorado ● NR Ohio ● NR
Delaware ● ● Oklahoma ● ●
District of Columbia   ● Oregon   NR
Florida   ● Pennsylvania   NR
Georgia NR ● Puerto Rico ● NR
Hawaii   ● South Carolina ● NR
Iowa   NR Tennessee ● NR
Kansas NR ● Texas NR ●
Kentucky NR   Utah   NR
Maryland     Virginia    
Massachusetts ● NR Washington ● ●
Michigan NR ● total 16 13
Mississippi ● NR

 NR: state agency did not return a response to the scan 

Table 2 (continued): States reporting use of the medical home strategy to improve linkages for 
children, by agency6
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States using one strategy (3)

States using two strategies (5)

States using all 3 strategies to 
address care coordination (37)

States that did not respond to the scan (8)

Figure 1: The majority of states responding to the scan are using a combination of primary care, service 
provider partnership, and systems change or statewide strategies to address linkages for children
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The medical home model for pediatric primary care, first advanced by the AAP in the 1960s as a way to 
provide continuous and coordinated care to children with special healthcare needs, has since been applied 
to a broader range of patients of all ages and care levels.  States may differ on what they mean by the term 
“medical home.”  According to the AAP, a medical home should be “accessible, continuous, comprehensive, 
family centered, coordinated, and compassionate.”   In addition, the medical home should provide the fol-
lowing services: 

Provision of preventive care including, but not restricted to, immunizations, growth and development •	
assessments, appropriate screening, healthcare supervision, and patient and parental counseling 
about health and psychosocial issues.

Assurance of ambulatory and inpatient care for acute illnesses, 24 hours a day, 7 days a week, 52 •	
weeks a year.

Provision of care over an extended period of time to enhance continuity.•	

Identification of the need for subspecialty consultation and referrals and knowing from whom and •	
where these can be obtained.7

There has also been much recent state activity to support the medical home as defined in the “Joint 
Principles of the Patient-centered Medical Home.”  In 2007, the four major associations representing pri-
mary care physicians (American Academy of Pediatrics, American Academy of Family Physicians, American 
College of Physicians, and American Osteopathic Association) jointly developed this common definition, 
which stresses core components including a personal physician, a physician-directed medical practice, a 
whole person orientation, and coordinated and/or integrated care.8

Because the scan was intended to provide a snapshot of state activities in broad terms, states were not 
queried as to how they interpret and implement the term “medical home.” The following sample responses 
provide some illustration of how states are using the medical home concept to advance healthcare and 
community linkages for young children:

Alabama•	  Medicaid uses the medical home model to better coordinate care for young children. Pri-
mary healthcare providers who agree to become medical home providers sign a participation agree-
ment with a graduated per member per month payment schedule supporting medical home activities. 
Primary healthcare providers are trained how to establish and maintain a medical home for patients. A 
referral process ensures coordination of services across agency and provider lines.  

Colorado’s•	  medical home model emphasizes a personal healthcare provider, a whole-person orien-
tation, delivery within the context of family and community, and coordinated care across providers, 
conditions, and settings. Providers seeking the medical home designation must work with Colorado’s 
Assuring Better Child Health and Development (ABCD) program.  Follow-up training is provided to 
practices on coding and billing to better incorporate the ABCD work into the daily life of the practice. 
The Colorado Department of Health Care Policy and Financing also monitors provider billing. This 
partnership has increased the use of code 96110 (developmental testing, limited) by 7000 percent in 
the nine months leading up to the scan. 

Michigan •	 was selected to be part of the National Initiative for Children’s Healthcare Quality (NICHQ) 
Medical Home Learning Collaborative, a fifteen-month project to improve care for the growing popula-
tion of children with special health needs. This initiative focuses on three practices in the state and 
assists them in completing a quality improvement process to provide medical homes to their patients 
with special needs. It also assists in building the capacity of Children’s Special Health Care Services 
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and other Michigan Health Department programs to support and extend this approach after the comple-
tion of the project.

States are using a wide variety of service provider partnership strategies, across all three 
agencies, to address linkages 

Since it is difficult to create connection and communication between providers, states frequently turn to 
service provider partnership strategies to address these challenges. Many states already have various link-
age tools in place as a result of EPSDT, Part C, and Title V requirements, and they report using these tools 
to further improve the connection between pediatric primary healthcare providers and other child and family 
service providers (Table 3). 

Table 3: Provider partnership strategies used by agencies that responded to the scan, by agency

Service Provider Strategies

Any responding 
agency in a state
(n=45)

Medicaid 
agencies
(n=26)

Title V 
agencies 
(n=22)

Part C 
agencies(n=20)

# % # % # % # %
Adopted policies that facilitate reports back 
to pediatric providers from referral agencies. 26 58% 7 27% 12 55% 15 75%

Supported child care health and mental 
health consultants 24 53% 8 31% 11 50% 8 40%

Provided direct care coordination services 19 42% NA 12 55% 8 40%
Developed provider training/technical 
assistance for information on referral agencies 18 40% 10 38% 13 59% NA

Financially supported co-location of 
community-based referral resources 16 36% 2 8% 8 36% 6 30%

Developed outreach to pediatric primary 
health care providers to inform them of Part 
C services

15 33% NA NA 15 80%

Developed hotlines to obtain information on 
referral agencies 14 31% 3 12% 7 32% 7 35%

Developed payment mechanisms 14 31% NA 10 45% 7 35%
Used EPSDT outreach staff to assist providers 
and families in completing referrals 14 31% 12 46% 2 9% NA

Incorporated pediatric primary health care 
provider participation into early intervention 
individualized family service plans (IFSPs) 

12 27% 3 12% NA 11 55%

Developed ongoing advisory committees 11 24% 11 38% NA NA
Made provisions for serving children who are 
found to be at risk but ineligible for Part C 
services

10 22% 5 19% NA 6 30%

Contracted with public health programs for 
care coordination assistance 10 22% 10 38% NA NA

Helped link Part C providers with pediatric 
primary health care providers in their service 
areas

10 22% NA NA 10 50%

Developed follow-up policies for children 
deemed not eligible for Part C services 9 20% NA NA 9 45%

Developed centralized referral systems 8 18% 6 23% 3 14% NA
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Service Provider Strategies

Any responding 
agency in a state
(n=45)

Medicaid 
agencies
(n=26)

Title V 
agencies 
(n=22)

Part C 
agencies(n=20)

# % # % # % # %
Offered professional development for Part C 
service providers 7 16% NA NA 7 35%

Developed community or statewide registries 
of children served that link to other 
community or statewide data bases

5 11% NA NA 5 30%

Other 10 22% 5 19% 3 14% 4 20%
NA: Agency was not presented with this option on the scan.

Examples from Oklahoma, Ohio, and Florida illustrate the diversity of these service provider partnership 
strategies:

Care Management: •	 Oklahoma Medicaid’s Care Management Department is comprised of Registered 
Nurses, Licensed Practical Nurses and Behavioral Health Specialists. These health professionals assist 
in coordinating medical services for Medicaid clients who need specialty care and provide ongoing care 
management services for children with complex medical conditions.

Provider Training and Technical Assistance: •	 Ohio provides training for pediatric and family medicine 
practices on general developmental and autism screening and care improvement. A learning collabora-
tive includes monthly conference calls to assist practices in implementing structured screening and 
quality improvement in their practices.  Among the training materials is the Physician Referral Tool Kit, 
which has a universal referral form based on the national AAP referral form template, and a checklist of 
community providers and services.  

Co-location: •	 Florida’s Title V Children with Special Health Care Needs Program supports the co-
location of mental health providers within some pediatric practices, and has an interagency agreement 
with the children’s mental health agency to offer assessment and intervention services for children with 
behavioral/mental health issues.

States most frequently reported employing fax or report-back policies to forge better service 
provider partnerships

Pediatric primary healthcare providers may not be aware of all the resources available for young children 
with or at risk of developmental delay, and therefore may not appropriately refer families. But even when 
families do receive appropriate referrals, these referrals may not be completed. Barriers to successful refer-
rals may include language difficulties or concerns about cost that may prevent the family from calling for 
the recommended appointment, lack of transportation or child care, and lack of consistent communication 
pathways between the referring physician and the community provider that can prevent important health 
information from being shared. 

States are working to address these basic yet complex coordination and linkage issues through variations 
on report-back or fax-back policies intended to standardize communication between providers and facili-
tate successful referral.

Table 3 (continued): Provider partnership strategies used by agencies that responded to the scan, by 
agency
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Hawaii•	  utilizes a Central Point of Contact for referrals to Part C (called HI Keiki Information Service System or 
H-KISS). All referrals for Part C services go through the H-KISS system. After a pediatric primary healthcare 
physician or other service provider makes a referral for early intervention services, they receive a letter thank-
ing them for the referral and information as to which early intervention program the family was referred.  This 
information is given to the referring provider.

Virginia •	 uses a referral and consent form (http://www.abcdresources.org/get_file.php?file_id=394) to initiate 
referrals from pediatric primary healthcare providers to community referral resources. This form assures that 
referrals are completed, provides feedback from community referral resources to pediatric primary healthcare 
providers and helps integrate information received back from referral resources into ongoing care.

Systems change or cross-systems strategies involve hit, data and information systems, and cross-
agency planning

States are looking to technology to enhance healthcare and community linkages.  Within the pediatric practice, 
the use of electronic medical records is being encouraged.  Across service provider systems, shared databases and 
other information technologies are being developed. Fifty-eight percent of responding Medicaid agencies reported 
that they are promoting healthcare and community linkages through the use of electronic medical records and 
health information technology, while slightly more than half of the states reported the implementation of data and 
information-sharing strategies. Additionally, 20 states reported that they are working to establish better coordina-
tion and partnering among child-serving agencies in state government as a systems level strategy.

Table 4: Community strategies used by agencies that responded to the scan, by agency

Community strategies to support 
care coordination

Any responding 
agency in a state
(n=45)

Medicaid 
agencies 
(n=26)

Title V agencies 
(n=22)

Part C agencies 
(n=20)

# % # % # % # %
Implemented data and information 
sharing strategies 25 56% 14 54% 10 45% 8 40%

Improved coordinated care planning 
across state agencies 20 44% 10 38% 12 55% 9 45%

Supported electronic medical records 
and health information technology 15 33% 15 58% NA NA

Adopted common definitions of 
special needs or special risks 13 29% 5 19% 6 27% 5 25%

Conducted surveys on care coordination 13 29% 5 19% 7 32% 4 20%
Supported shared care planning 7 16% NA NA 7 35%
Developed uniform standards for 
care management plans 5 11% 5 19% NA NA

Expanded the MCH toll-free phone line 
to promote coordination of resources 3 7% NA 3 14% NA

Other 10 22% 3 12% 5 23% 3 15%
NA: Agency was not presented with this option on the scan.

States are looking at ways to use new or existing health information strategies to share information across systems:

Shared databases: The •	 New York State Early Intervention Program maintains an information management 
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system for children in the program.  New York matches data at the aggregate level between the state’s 
Part C information system and other statewide databases that include lead screening, congenital 
malformations, newborn screening, and other health information, to identify ways to improve local 
referral, follow-up, and treatment practices.

Connections to primary care: •	 Utah is working on an IT data-sharing project to connect primary 
healthcare providers to information from various Health Department programs.  When the program is 
fully implemented, the primary healthcare care provider will be able to connect to a database that will 
provide information on the disposition of referrals and other early intervention information.

In addition to health information technology strategies, states are also working at the system-wide level to 
establish formal and informal agreements among their agencies to support local implementation of health-
care linkage strategies.

Florida•	 ’s Department of Children and Families, the Department of Health, the Agency for Persons 
with Disabilities, and other state entities signed a memorandum of understanding (MOU) that formal-
izes interagency collaborations at the local level through Local Review Teams.  The MOU was devel-
oped to better serve children who need services from more than one agency or system, and supports 
a “champion” for those children in need of cross-agency coordination. 

Minnesota•	 ’s Local Interagency Early Intervention Committees mirror the state Interagency Coordinat-
ing Council. Committees must include representatives of local health, education, and county human 
service agencies, county boards, school boards, early childhood family education programs, Head 
Start, parents of children under age 12 with disabilities, child care resource and referral agencies, 
school readiness programs, current service providers, and may include representatives from other 
private or public agencies and school nurses.  The committees are charged with coordinating a com-
prehensive service array at the local level across agencies.

State Medicaid, Title V, and Part C agencies are using available tools to promote linkages 
for children in a variety of ways

Medicaid, Title V and Part C, while all engaged in promoting the healthy development of young children, 
have different program objectives and focus on distinct, if interconnected areas.  How these state agencies 
approach the challenge of coordinating care across systems differs, but with significant overlap.  States are 
using the varied expertise and resources of these programs to coordinate care for young children.

Table 5: Most frequently reported strategies for improving care coordination, by agency

 Effort focuses on: Strategy
Agencies reporting 
use of strategy
Number Percent

Medicaid agencies (N=26)
Primary Care Developed and monitored performance standards 16 62%

Primary Care Initiated a medical home strategy that 
supports care coordination 16 62%

Community or 
system-wide

Supported electronic medical records 
and health information technology 15 58%

Primary Care Assessed quality and/or implemented 
quality improvement initiatives 15 58%

Primary Care Developed payment mechanisms 15 58%
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Community or 
system-wide Implemented data and information sharing strategies 14 54%

Title V agencies (N=22)

Primary Care Initiated a medical home strategy that 
supports care coordination 13 59%

Service Provider 
Partnerships

Developed provider training/technical assistance 
for information on referral agencies 13 59%

Community or 
system-wide

Improved coordinated care planning 
across state agencies 12 55%

Primary Care Developed universal referral or consent forms 12 55%
Service Provider 
Partnerships

Adopted policies that facilitate reports back to 
pediatric providers from referral agencies. 12 55%

Service Provider 
Partnerships Provided direct care coordination services 12 55%

Part C agencies (N=20)
Service Provider 
Partnerships

Adopted policies that facilitate reports back to 
pediatric providers from referral agencies. 15 75%

Service Provider 
Partnerships

Developed outreach to pediatric primary health 
care providers to inform them of Part C services 15 80%

Service Provider 
Partnerships

Incorporated pediatric primary health care 
provider participation into early intervention 
individualized family service plans (IFSPs) 

11 55%

Medicaid favors primary care strategies to support healthcare and community linkages

Medicaid is one of the largest payers of medical services for young children.9 Through the Early Periodic 
Screening Diagnosis and Treatment (EPSDT) program, state Medicaid agencies play a major role in the 
policy and financing of children’s primary health care.10 State Medicaid agencies use this important payer 
position to strengthen care coordination, particularly at the practice level, through strategies including the 
medical home model, quality improvement and performance standards, and the use of electronic medical 
health records.

In addition to medical home initiatives discussed 
earlier, state Medicaid agencies frequently use 
performance standards and quality improvement 
tools, often implemented through managed care 
contracts, to measure and improve referral and 
care coordination practices.  For example:

• Maryland: As part of the EPSDT Program 
(MD Healthy Kids), providers are monitored 
through medical record reviews for compliance 
with preventive care delivery standards, including 
developmental and mental health assessments. 

Table 5 (Continued): Most frequently reported strategies for improving care coordination, 
by agency

Medicaid
Most frequently reported strategies to improve 

linkages

Developed and monitored 
performance standards 

Initiated a medical home 
strategy that supports 
care coordination 
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Where a provider suspects or diagnoses a problem, referrals for appropriate services are also monitored 
by the MD Healthy Kids Program. MCO performance in the area of developmental and mental health 
assessments are monitored by an External Quality Review Organization using the same standards estab-
lished and used by the MD Healthy Kids Program.

Ohio•	 : The Ohio Department of Job and Family Services requires managed care plans to have a Qual-
ity Assessment and Performance Improvement Program to address coordination of care. This plan is 
reviewed and approved annually.  

Title V Programs Focus on Communication, Outreach, and Other Cross-provider 
Connections

Title V is a state/federal partnership that provides block grants to fund state maternal and child health 
efforts.  Title V programs are required to work with other state/federal programs—such as the Medicaid 
EPSDT benefit—to coordinate care and provide outreach to families with children.  In describing the 
interrelated roles of Title V and Medicaid, one HRSA publication states: “One of Medicaid’s critical roles 
is to provide financial coverage for important preventive and primary care services and specialty services 

for those eligible; Title V is essential to help 
translate those funds into a system of care 
that is accessible.”11 As a result, common care 
coordination efforts of state Title V programs 
involve making connections and working with 
Medicaid to facilitate access.  Data from the 
scan also shows that Title V agencies play 
a key role in educating providers, especially 
those who serve Medicaid beneficiaries. 

   •  New Jersey’s Title V program collabo-
rated with the New Jersey Academy of Pediatrics and their Pediatric Council on Research and Education 
(PCORE) to develop a medical home teaching module.  Content includes training on the appropriate 
referral of children to community-based resources and covers topics such as children with special health 
needs, case management, and early intervention services. 

The •	 Oklahoma University Child Study Center’s State Implementation Grant for Integrated Com-
munity Systems for Children and Youth with Special Health Care Needs supports implementation 
of a medical home in primary care practices by providing a practice improvement facilitator to help 
primary care providers as they implement medical home concepts.  Much of this work focuses on 
estabishing evidence-based screening and referral procedures.  

Florida•	 ’s Title V program uses the Bright Futures curriculum in its primary care training. Bright Fu-
tures is a national initiative spearheaded by the American Academy of Pediatricians.  The project has 
resulted in a series of materials, toolkits, and guidelines—now in its third edition—that are develop-
mentally focused and designed for use in a number of child health settings.12

Part C agencies work closely with primary care to better coordinate services

Part C of IDEA provides an entitlement for children from birth to age three who have or have a high prob-
ability of developmental delays. In order to receive federal funding, states must have Part C plans in place 

Title V
Most frequently reported strategies to improve 

linkages
Initiated a medical home 
strategy that supports 
care coordination 

Developed provider 
training/technical 
assistance for information 
on referral agencies
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that adhere to specific federal requirements.  
These requirements, such as a comprehensive 
Child Find system to locate, assess and refer 
children, a centralized directory of services, 
training for primary referral sources, and 
development of interagency agreements, are 
well-suited to promote healthcare and com-
munity linkages for young children with or at 
risk for developmental delays.  State Part C 
agencies most frequently focus their efforts 
to improve linkages on bettering the flow of 

information between Part C providers and primary care providers.

New York•	 ’s municipalities are responsible for the administration of its Early Intervention Program.  
Municipalities are engaged in outreach with hospitals, community health centers, and pediatric pri-
mary healthcare providers to inform them of the Early Intervention Program, promote developmental 
screening and developmental surveillance in pediatric practices, and ensure that children are referred 
for early intervention services when concerns about development arise.  The New York State Depart-
ment of Health supports these activities through training on six evidence-based guidelines for pro-
viders, parents, and primary referral sources13.  DOH also sponsors training on the Early Intervention 
Program, specifically targeting healthcare providers, with activities such as grand round sessions on 
developmental disabilities and the importance of early intervention.

West Virginia•	  Part C programs coordinate with Health Check- EPSDT Program Specialists to ensure 
that all EPSDT providers are knowledgeable about Part C (West Virginia’s Birth to Three Program) and 
know when and how to make referral.  

Ohio•	  has developed a referral follow-up form that must be sent to the referring provider within a 
required time frame.

Scan responses indicate that certain strategies may represent underutilized resources for 
states

Many of the care coordination strategies outlined in the NASHP scan are complicated undertakings that 
can involve the development of new service delivery models, or require complex funding arrangements. 
Co-location, for example, is a strategy that very few states are currently employing to improve healthcare 
linkages for young children, perhaps due in part to the complexity of individual practice and funding re-
quirements.  In contrast, other strategies may be more readily implemented, since they involve adapting or 
expanding existing resources to achieve more effective linkages across systems.

Expansion of Maternal Child Health Hotlines
All states participate in the Title V program, and since 1989, Title V regulations require state programs to 
include a toll-free number for parents seeking information on maternal and child health and related con-
cerns. A 2004 report supported by The Commonwealth Fund found that 41 percent of states supplement 
Title V funding for these hotlines with other state funds, including funds from Medicaid, SCHIP, and Part 
C14.  Joint funding notwithstanding, only three states (New York, Oklahoma, and Washington) report 
that they have expanded these toll free lines to promote care coordination.  Hawaii uses its Part C infor-
mation system (HKISS) as both a parent information resource and a centralized referral mechanism for 

Part C:
Most frequently reported strategies to improve 

linkages
Adopted policies that 
facilitate reports back to 
pediatric providers from 
referral agencies.

Developed outreach to 
pediatric primary health 
care providers to inform 
them of Part C services
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pediatricians and other service providers.  This could serve as a model for other states in expanding MCH 
hotlines to support care coordination. 

Electronic or web-based referral strategies
Most state are using web-based technology to provide information to Medicaid recipients, explain ben-
efits, promote public health messages, and alert citizens to programs available through state agencies. 
However, only a few states are making use of their web capacity specifically to promote better care coor-
dination across state agency or provider sectors.  Of responding states, only six report they are currently 
using web-based technology, in particular through Part C programs, to promote care coordination for 
young children.  For example:

Missouri: •	 Primary referral sources (including primary health care providers) can enter referrals into the 
Missouri Early Intervention program online. The referral is automatically routed to the System Point of 
Entry (SPOE) office based on the zip code of the child/family.

Oklahoma•	 : Through a toll-free phone line and website, the Oklahoma Area-wide Services Information 
System (OASIS) provides information, referral and assistance to Oklahomans, including families with 
young children with disabilities and special health care needs.  The service maintains a large resource 
directory that includes available community services around the state and is accessible to providers as 
well as families.

Despite this myriad of efforts, barriers remain

States are clearly working on many different fronts, using many different resources, to overcome barriers to 
healthy early childhood development caused by insufficient healthcare and community linkages.  Notwith-
standing the many and varied initiatives identified through this scan, states also cite numerous and consis-
tent barriers that challenge state policy makers as they try to improve the referral and service system for 
young children with or at risk of developmental delay.

Table 6: Barriers to care coordination reported by responding states

Barriers identified by state agencies
Number of responding 
states reporting barrier 
(n=44)

Funding/resources/reimbursement 17
Fragmentation/silos in funding, rules, eligibility, communication across 
responsible agencies

14

Workforce issues: caseloads, scarcity of providers 12
Lack of comprehensive system/care coordination/Part C partner 11
CMS regulations 11
Lack of communication/understanding of PCP community/provider 
training

10

Lack of good data-sharing data across systems 8
HIPAA/FERPA 8
Unclear service responsibility between acute care health plans and 
behavioral health plans.

4
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Transportation 3
Administrative burdens 3
Transition to other systems 2
Lack of referral resources 2

States report the lack of resources makes it difficult for providers to engage in necessary healthcare link-
age activities. Other major barriers include the challenges of siloed funding, regulations, and communi-
cation throughout state agencies.  States also report that working through the intricacies of the Health 
Insurance Portability and Accountability Act (HIPAA) and the Family Education Rights and Privacy Act 
(FERPA), both of which include restrictions on sharing health information between providers and across 
systems, presents its own challenges.  Respondents noted: 

“Currently, the greatest barrier to care coordination and communication is lack of sufficient funding to •	
fully support the medical home and comprehensive care coordination.”

“Because there are many agencies involved in the provision of services for children, communication is •	
difficult and we don’t seem to be working in coordination with one another.”

“The biggest barriers to comprehensive system-building for children lie in the fragmented nature of •	
reimbursement and grant systems to fund services, and the ‘siloed’ aspects of governmental pro-
grams.”
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Summary

The deficiency in healthcare and community linkages for young children with or at risk of develop-
mental delay has been identified by states as an issue requiring state attention and intervention.  
The majority of states are actively pursuing strategies that promote better coordination and com-

munication across systems for young children and their families, and they are working in the primary care 
setting, among providers, and at the systems and statewide level to address these challenges.  

States are using the existing resources of Medicaid, Title V, and Part C programs to promote linkages in 
the arenas typically served by these programs. State Medicaid agencies tend to focus on primary care, 
using the medical home model and managed care contracting components such as performance standards 
and quality improvement initiatives. Title V agencies report a focus on outreach and other community-
based efforts, and Part C agencies similarly focus on bringing critical information into the pediatric prac-
tice from community-based resources.

States reported few efforts that build on existing Maternal Child Health hotlines – an area that may repre-
sent an underutilized resource that some states may want to add to their care coordination strategies.  In 
addition, states reported surprisingly few web-based referral strategies, which, given the many states that 
have well-developed web capacity, may be another care coordination improvement that presents a low 
barrier option for states.

Finally, states acknowledge that barriers remain in addressing healthy child development through better 
healthcare and community linkages.  Funding and reimbursement mechanisms are inadequate, commu-
nication and data barriers exist, and siloed infrastructure prevents community resources from effectively 
addressing children’s development and health needs in a coordinated way. Planning and implementation of 
new state initiatives to improve development and health outcomes for young children through better link-
ages should anticipate these barriers.  Programs may want to explicitly address these common challenges 
at the outset, and describe how they will be managed through program design.  

However, the breadth of activity revealed through this scan indicates that states do not view existing barri-
ers as insurmountable. States are working within and across their Medicaid, Title V, and Part C agencies to 
improve healthcare and community linkages so that young children with or at risk of developmental delay 
can better access the resources they need.    
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Endnotes

1	  �Medicaid is a state and federally-funded health care program, administered by states, that provides health insurance for low income and 
disabled adults and children. For a brief overview of the Medicaid program and links to additional information, see: http://www.cms.hhs.gov/
Medicaidgeninfo/

2	  �Title V of the Social Security Act created the Maternal and Child Health Bureau of the U.S. Department of Health and Human Services.  The 
Bureau, in partnership with Maternal and Child Health agencies in all fifty states, administers the Title V program.   Title V focuses on improv-
ing the health, safety, and well-being of mothers and children through public health and direct service programs.  For more information on 
Title V, see http://ftp.hrsa.gov/mchb/titlevtoday/UnderstandingTitleV.pdf

3	  �The Program for Infants and Toddlers with Disabilities (Part C of IDEA) is the federal grant program that works with states to offer a com-
prehensive set of intervention programs and services for young children, birth through 2. For further information on Part C, see http://idea.
ed.gov/explore/view/p/,root,statute,I,C,

4	  �The terms “care coordination” case management” and “linkages” have been variously defined, and can often have distinct meanings and us-
ages. For simplicity’s sake, this paper will use the term “healthcare and community linkages” to signify all three activities. 

5	  Hereinafter, the word “states” is used to mean both the states and the territories that responded to the scan.

6	  The scan did not offer Part C agencies ‘use of medical home’ as a defined choice.  Therefore that agency is not included in table 2. 

7	  http://pediatrics.aappublications.org/cgi/content/abstract/90/5/774

8	  �http://www.pcpcc.net/content/joint-principles-patient-centered-medical-home ;  a recent NASHP paper also discusses this topic in depth 
and can be found at: http://www.nashp.org/_docdisp_page.cfm?LID=980882B8-1085-4B10-B72C136F53C90DFB  

9	  http://www.kff.org/uninsured/upload/7698_02.pdf

10	 �“The Early and Periodic Screening, Diagnostic, and Treatment (EPSDT) service is Medicaid’s comprehensive and preventive child health pro-
gram for individuals under the age of 21. EPSDT was defined by law as part of the Omnibus Budget Reconciliation Act of 1989 (OBRA ‘89) 
legislation and includes periodic screening, vision, dental, and hearing services. In addition, Section 1905(r)(5) of the Social Security Act 
(the Act) requires that any medically necessary health care service listed at Section 1905(a) of the Act be provided to an EPSDT recipient 
even if the service is not available under the State’s Medicaid plan to the rest of the Medicaid population.” From: http://www.cms.hhs.gov/
medicaidearlyperiodicscrn/

11	 ftp://ftp.hrsa.gov/mchb/IAA/B_State_MCH_Medicaid_Chapter1.pdf

12	 More information on Bright Futures can be found at http://brightfutures.aap.org/faqs.html

13	 http://www.health.state.ny.us/community/infants_children/early_intervention/memoranda.htm

14  http://www.amchp.org/publications/ChildrensHealth/Documents/787_Booth_dialing_for_help_issue_brief.pdf


