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executive summary

T hroughout the nation, health care systems and private and public health care payers are work-
ing to improve care coordination for people with multiple health needs. States are adopting new 
policies and leveraging existing policies to improve care coordination. In the Assuring Better Child 

Health and Development III (ABCD III) project, five states have developed pilot projects to improve care 
coordination for young children with or at risk for developmental delays; these efforts ensure that coor-
dination occurs not only within the health care system but also between primary care providers (PCPs) 
and early intervention programs and other community service providers. In so doing they have lever-
aged policies that incentivize cross-system care coordination and established working protocols that are 
needed to embed care coordination within the systems involved. A particular focus has been ensuring not 
only that appropriate referrals are made to these community resources, but also that the referral sources 
communicate back to the PCP. Policies that have formed the basis of their work include policies to pay for 
care coordination, to systematize communication between the PCP and the referral agency, and to ensure 
sustained quality, including ongoing measurement and quality improvement efforts.

Payment policies in the ABCD III states include paying for multidisciplinary team conferences, tying per 
member per month payments to care coordination standards, and using Medicaid targeted case manage-
ment dollars for a population (children with or at risk for developmental delay) that requires cross-system 
care coordination. States may also incentivize care coordination by structuring it in a manner that aligns 
with providers’ “meaningful use” of electronic health records (EHR). These are standards providers must 
meet to qualify for substantial subsidies to help them implement EHRs.

To enhance and systematize communication between the PCP and other systems, the ABCD III pilots have 
adopted both paper and electronic referral and feedback systems and protocols. These are supported by 
interagency agreements that delineate responsibilities, provide for data sharing, and set out privacy proto-
cols.

The ABCD III projects have implemented policies for new coordination systems using defined quality 
improvement and measurement methodologies, and they hope to incentivize and sustain quality in care 
coordination by aligning the projects with emerging medical home standards in their states. They have 
also leveraged federal Medicaid managed care requirements for performance improvement and medical 
board maintenance of certification requirements to drive improvements in cross-system care coordination. 
In their information technology systems, some ABCD III states have embedded the measurement of care 
coordination outcomes into their automated systems.

As states consider policies they can leverage to improve care coordination between PCPs and other sys-
tems, they can draw on the menu of policy levers that ABCD III states have used to build care coordination 
infrastructure across systems. The experience in ABCD III provides a menu of options for states and other 
payers of health care to consider as they seek to improve care coordination across systems.
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introduction and Background

M any people served by Medicaid require care coordination not only between their primary care 
provider (PCP) and other health care providers, but also between their PCP and educational, 
social, vocational, or other services. What policies can states leverage to improve care coordina-

tion between PCPs and these other systems? In the Assuring Better Child Health and Development III (ABCD 
III) project, five states (Arkansas, Illinois, Minnesota, Oklahoma, and Oregon), led by their Medicaid agencies, 
are participating in a three-year learning collaborative focusing on improving care coordination for young 
children at risk for developmental delays. They are leveraging existing federal and state policies and develop-
ing new policies to support care coordination between PCPs and service providers in other systems to ensure 
that children receive the coordinated care and services they need. This paper examines the care coordination 
experience of the ABCD III states. It identifies common themes and policy levers that could help improve care 
coordination between PCPs and other systems for people of any age. Although many of these policy levers 
are also useful in promoting more typical care coordination between a PCP and another health provider, this 
paper focuses on the policies as they relate to the cross-system care coordination being advanced in ABCD 
III. As state administrators consider how to promote coordination between PCPs and home health services, 
schools, mental health systems, or other institutional systems, they may find the policy levers developed 
within ABCD III useful and adaptable.

ABCD III
States participating in the ABCD III Learning Collaborative have focused on improving coordination between 
the PCPs of very young children (ages 0–3) with or at risk for developmental delay and other community 
resources, most notably the early intervention system. Now in its third year, ABCD III builds on two previous 
ABCD collaboratives and a screening academy that have engaged 25 states, the District of Columbia, and 
Puerto Rico in improving developmental screening and care for children from birth to age three. With fund-
ing and support from The Commonwealth Fund, the National Academy for State Health Policy (NASHP) is 
administering this third ABCD initiative that has focused on linkages and coordination between the PCP and 
others agencies that provide developmental services for young children and their families.1

All states that have participated in an ABCD initiative have sought to improve screening, referral, and treat-
ment for young children in order to identify and treat developmental delays early in life. State participants 
in ABCD I and II found that screening for developmental delays improved significantly as a result of their 
efforts, but coordinating referral and treatment was more challenging. In addition, some PCPs were hesitant 
to screen children because they did not know where to refer identified children for more in-depth assessment 
and treatment. For these reasons, states participating in ABCD III focused on developing the policies and 
practices necessary to create linkages between PCPs, early intervention providers, and community resources, 
such as early education and family support programs, in order to better coordinate care.2

The PrImAry CAre ProvIDer AnD Cross-sysTem CAre CoorDInATIon
Care coordination is becoming an important part of PCP practices. Across the country, state health agen-
cies, private payers, quality improvement organizations, and others are collaborating with PCPs to transform 
those practices into patient-centered medical homes, characterized by patient engagement, evidence-based 
practice, measured outcomes, and both population-based and individualized care management. Care coordi-
nation was recently described in a publication by the Agency for Healthcare Research and Quality (AHRQ) as 
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a core activity of a medical home, where it was defined as the deliberate effort to organize patient care ac-
tivities between two or more participants involved in the patient’s care (including the patient) in order to 
facilitate the appropriate delivery of health care services.3 Care coordination can encompass a variety of 
activities. It includes facilitating communication within and across settings and between health profession-
als, patients, families, and community resources. It also involves creating a clear plan of care that identifies 
who is responsible for what aspect of the care.4

Caring for children requiring assessment and treatment for developmental delays often requires coordina-
tion with the early intervention system—a separate system administered by state agencies with federal 
funding according to a mix of federal and state policies.5  To qualify for early intervention services, children 
from birth to age three must meet state criteria for having developmental delays or for being at risk for 
developmental delays. The early intervention program provides an in-depth assessment of physical, social, 
emotional, cognitive, communication, and adaptive development. Early intervention staff then use the 
assessment to prepare an Individual Family Service Plan (IFSP) that sets out the specific services the child 
and family are eligible for and need.6 A broad array of health and social services are coordinated through 
the early intervention system. These include, for example, assistive technology, family counseling, and 
transportation assistance as well as more medically oriented therapies such as physical, occupational, or 
speech/language therapies that require coordination with the PCP. In addition, early intervention services 
include care coordination itself.7

In short, families with young children with or at risk for developmental delays have access to services 
through both their PCP and the early intervention system.  These systems require coordination. This need 
has been recognized by the American Academy of Pediatrics, which has recommended that pediatric pro-
fessionals screen for developmental delays, refer to early intervention services, collaborate with the family 
and care coordinator, and provide medical input into the IFSP.8

The coordination needed between the early intervention system and PCPs is not unlike the coordination 
needed for many other populations receiving services from other systems. For example, PCPs must coor-
dinate with school systems, systems providing long-term services and supports, behavioral health systems, 
and vocational rehabilitation systems. Lessons from the ABCD III experience about improving care coor-
dination between the PCP and other systems are useful and adaptable for other kinds of cross-system 
coordination.

BArrIers To CAre CoorDInATIon ADDresseD In ABCD III
Amy Fine and Rochelle Mayer identified specific barriers to coordination between pediatric providers and 
community resources for children at risk for or identified with developmental delays. The barriers included 
the PCPs’ lack of familiarity and comfort with nonmedical services, cultural barriers across disciplines, 
lack of funding for the community-based services, lack of reimbursement for the coordination, and lack of 
feedback to the PCP from referral services after a referral was made.9

The ABCD III teams experienced and then addressed these barriers. For example, ABCD III states found 
that PCPs were often unfamiliar with or misinformed about early intervention programs, their eligibility cri-
teria, and the resources available to children and families in the community. The relationships and systems 
necessary to communicate were not developed, and the resources needed to develop them in the PCP 
office were not in place.

In the ABCD III states, Medicaid, public health, and other state agencies teamed up with early intervention 
program staff, PCP offices, parents, universities, and community service providers to improve coordination 
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between the PCP and community resources, particularly early intervention services. Each state established 
community pilot sites where PCPs who screen children for developmental delays are systematically linked 
with early intervention providers and other community resources so they may easily refer children and 
learn the results of the referral. Their experience has helped to identify policies that state agencies can 
leverage to address the barriers listed above—policies that are useful for care coordination generally but 
that were leveraged by states agencies in ABCD III to promote the more difficult cross-system care coordi-
nation they sought to improve. These include:

Policies to pay for care coordination, •	

Policies to support systematic communication, and•	

Policies to support sustained quality improvement and measurement.•	

The following sections review policies developed in ABCD III states in each of these three areas, focusing 
on those that systematically improve care coordination between primary care providers and other systems 
that serve young children, and noting opportunities to use these policies to address care coordination for 
other populations.
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Policies to Pay for care coordination

One basic way to incentivize care coordination between the PCP and other providers and systems 
is to pay for it. Federal regulations require that the early intervention system provide each eligible 
child with a service coordinator to ensure that he or she receives needed services, including 

medical services.10 In Medicaid, the Early and Periodic Screening, Diagnosis and Treatment (EPSDT) pro-
gram for children requires that Medicaid agencies inform families of the services available for children and 
assist in arranging for treatment.11 Within this context, states determine how to structure and pay for care 
coordination for children.

In Medicaid, state efforts to incentivize and pay for care coordination for both children and adults within 
PCP practices vary widely from state to state and have evolved over time. Options under the federal 
Medicaid program include fee-for-service payments to the PCP and other health care providers for multi-
disciplinary team meetings, fee-for-service case management for specific populations (known as targeted 
case management), administrative case management, or per member per month (PMPM) payments to PCP 
practices. States sometimes also pay a PMPM rate to entities such as community health teams or managed 
care organizations in exchange for the entity’s agreement to provide a defined level of care coordination. 
In addition, state health programs can leverage other financial incentives for care coordination, includ-
ing federal subsidies for adoption of electronic health records (EHR) that can enhance communication 
between the PCP practice and other providers. These levers are described below.

CPT CoDes for mulTI-DIsCIPlInAry CAre CoorDInATIon
For a health care provider to be paid for care coordination on a fee-for-service basis, there must be a CPT 
(Current Procedural Terminology) or similar code under which the provider can bill and be paid. There are 
codes that can be used to bill for some aspects of care coordination, but many state Medicaid programs 
do not pay for services billed under those codes. Such is the case with CPT codes 99366–99368 to im-
prove multidisciplinary care coordination. Introduced in 2008, the codes define the service as participa-
tion in medical team conferences by three or more professionals from different disciplines who have cared 
for the patient in the previous 60 days. These codes can be used to bill for services provided by nonphy-
sician health professionals as well as physicians.12 With these codes, for example, a payer could reimburse 
a physician’s assistant in the child’s PCP practice, a physical therapist taking referrals from an early inter-
vention provider, and a social worker for their participation in a team conference to discuss the elements 
of a multi-disciplinary plan of care for a child. Oregon’s Medicaid agency includes CPT code 99366 on 
its Prioritized List of Health Services, the first step to allowing reimbursement for face-to-face multidisci-
plinary conferences by qualified non-physicians, and is considering adding CPT codes 99367 and 99368, 
which would open the door to billing for team conferences when the patient or family is not present. The 
next step will be to assign a value to the codes in the billing system. By opening these codes for payment, 
Oregon will incentivize more multidisciplinary care coordination.

Per memBer Per monTh fees
Many state Medicaid agencies have, since 1981, paid per member per month (PMPM) fees to PCP prac-
tices in addition to the fees the practices earn per service. Thirty states pay primary care providers an 
additional monthly fee (typically $3) for primary care case management (PCCM).13 In a typical PCCM 
system, the PMPM payment is in exchange for the PCP’s taking responsibility for referrals to other health 
specialists and meeting certain other standards set out in an agreement between the Medicaid agency 
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and the PCP. The performance expectations of providers under older PCCM systems, however, have often 
been minimal and varied widely. These providers’ contracts could be strengthened to target better coordi-
nation with community resources.

meDICAl homes
Recently, many Medicaid agencies and their PCP partners have taken primary care transformation a step 
further by developing medical home initiatives. These initiatives emphasize care coordination for their 
patients while offering care that is patient-centered, team-based, accessible, and continuous over time. 
Under a state medical home initiative, Medicaid, CHIP, or their managed care contractors offer enhanced 
reimbursement to primary care providers who meet specified medical home qualification standards. Many 
states have developed their own standards for what is expected of medical homes, but others have ad-
opted or adapted those developed by a national organization, such as the National Committee for Quality 
Assurance (NCQA).  Most Medicaid agencies involved with medical home initiatives are offering practices 
enhanced PMPM payments.14 Some states, such as Minnesota, stratify these payments, paying more on 
behalf of patients with more intense needs. Others, such as Vermont, offer higher PMPM payments to prac-
tices that meet more demanding medical home standards.15 These PMPM payments may be complemented 
by pay-for-performance bonuses, such as those under development in Minnesota. Medicaid agencies might 
also require the enhanced medical home payment, or a portion of it, to be dedicated to funding a care 
coordinator within the medical home. In some states, such as North Carolina, care coordinators and other 
practice support professionals are shared by multiple practices. In short, states have significant latitude 
in structuring these payment arrangements to incentivize the care coordination that the provider must 
deliver. The potential of medical home initiatives to leverage improved cross-system care coordination is 
discussed in greater detail later in this paper’s discussion on quality.

Finally, states that develop health homes for Medicaid beneficiaries with chronic conditions under Section 
2703 of the Affordable Care Act can obtain a 90 percent Federal Medical Assistance Percentage (FMAP) 
rate in Medicaid for eight quarters to pay for health home services, including comprehensive care manage-
ment, care coordination, referral to community and social support services, and comprehensive transitional 
care.16   These additional matching dollars could assist with the establishment of new care coordination 
systems that systematically connect the PCP with other systems. Here, too, the Medicaid agency has 
significant discretion in establishing the care coordination standards for PCPs who will receive additional 
payment if they qualify as health homes.

Medicaid’s influence in improving care coordination in a PCP practice is limited if Medicaid is the only payer 
seeking to influence the practice.  Routine care coordination requires implementing systems in a practice 
that affect care for all complex patients regardless of payer. Legislatures in at least four states (Maryland, 
Minnesota, Rhode Island, and Vermont) have required private insurers to participate along with Medicaid in 
paying for care coordination and other primary care improvements associated with medical homes. In other 
states, private insurers have voluntarily participated in multi-payer primary care initiatives in an effort to 
improve these services for patients.

TArgeTeD CAse mAnAgemenT
Another route for paying for care coordination is Medicaid’s targeted case management program. Federal 
Medicaid dollars are available to pay FMAP for certain targeted case management activities.17 Oklahoma, 
for example, provides targeted case management to reimburse for case management services provided to 
children from birth to age three who are eligible for early intervention services. Case management consists 
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of those services required to assist a client to gain access to needed medical, social, educational, and 
other services. It includes referral, coordination, arranging for service delivery, linkage, monitoring, follow-
up, and documentation.18 Oregon’s Medicaid program also reimburses for targeted case management for 
its Early Intervention/Early Childhood Special Education Program.19

meAnIngful use of eleCTronIC heAlTh reCorDs
The advent of electronic health records provides state health agencies seeking to use information tech-
nology to improve care coordination between PCPs and other systems an avenue to leverage another 
important financial incentive. Throughout the country, state Medicaid programs are implementing the 
Electronic Health Records Incentive Program, which provides up to $63,750 in federal dollars over six 
years to eligible health care professionals who serve a significant portion of Medicaid patients and dem-
onstrate meaningful use of EHRs.20 Meaningful use includes the capacity to use EHRs to provide patients 
with relevant educational and resource information and the capacity to exchange key clinical information 
with other providers electronically.21 

As PCPs design and adopt EHRs in their practices, their ability to obtain substantial funding will depend in 
part on whether they are able to show that they can electronically and securely send key clinical informa-
tion—including test results—to organizations (such as early intervention providers) authorized by the 
patient to receive it. Educational materials will also assist PCPs in meeting EHR meaningful use standards 
in addition to being helpful to patients.

In ABCD III, Illinois, Oklahoma, and Minnesota are using or developing electronic systems that allow PCPs 
to refer children for early intervention and then receive information back. State agencies in ABCD III are 
also making efforts to electronically place community resources within a click of a PCP’s mouse. Physicians 
will be incentivized to use this technology for coordination with other systems if their design helps them 
meet meaningful use standards.
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Policies suPPorting systematic communication 

F or communication to become routine, effective, and efficient, it has to happen as a matter of 
policy. Policies are typically established in a policy manual, a rule, or a law, but can also be embed-
ded in communication infrastructure. For example, policies are embedded in forms that require 

the communication of specific information and in computer applications that direct the user to a particu-
lar course of conduct. A required, systematized method of creating a complete loop of communication 
between the PCP and another provider with whom frequent communication is required would be useful 
whether the other provider is another health care provider or part of another system like early interven-
tion. The referral and feedback systems created within ABCD III provide valuable lessons regarding some 
of the areas—such as privacy issues and interagency responsibilities—that must be addressed when 
creating a systematic communication loop across systems.

referrAl AnD feeDBACk sysTems
All five ABCD III state projects have required the use of a referral and feedback system between the PCP 
practices and early intervention providers in the pilot sites. ABCD III teams have developed both paper 
and electronic methods for PCPs in pilot sites to refer patients to early intervention providers and then 
to receive information back about the results of the referral. This process can inform interagency policies 
that establish and sustain communications between medical homes and other health, education, or social 
service providers. Imagine, for example, a PCP office having easy, secure capacity to refer to and, with ap-
propriate patient consent, hear back from a substance abuse program, a school-based health program, a 
dementia care unit, or a vocational rehabilitation program.

The five ABCD III teams have each designed standardized paper “referral and faxback” forms, together 
with appropriate authorizations to release information, which are being tested in their states. (A sample 
paper referral and faxback form from Illinois is included in Appendix A.) In Oklahoma, where pilot practices 
were given a choice between a paper system and a web-based system, the web-based system has been 
chosen in all practices and shows particular promise.22 The web-based system includes a web portal in 
which physicians make referrals and early intervention providers communicate information back. To imple-
ment the system, the pilots had to implement a set of policies set out below.

PCP practices in the pilots are expected to use the Preventive Service Reminder System (PSRS), •	
an electronic system upon which the new web-based referral and feedback system was built.  The 
PSRS is designed to help physicians track preventive services and remind them when services are 
due.

PCP practices in the pilot must adopt either the paper or the web-based referral and feedback •	
system for children from birth to age three identified with or at risk for developmental delays.

The state Medicaid agency and the University of Oklahoma Health Sciences Center support the •	
adoption of the system with practice facilitators and structured quality improvement cycles.

Early intervention service providers and other community service providers identified within the •	
pilot must respond to a referral within 24 to 48 hours, notifying the PCP of the status.

When the IFSP is complete, the early intervention provider sends an IFSP Summary Report Form •	
to the PCP. In the web portal, the document can be attached to the transmission.
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The PCP is expected to review the status of the referral when notified. An application in the web •	
portal keeps track of these reviews. In addition, the web portal allows for two-way secure commu-
nication between early intervention staff and the PCP.

Community service providers with access to the web portal (specifically, staff that provide peer •	
support through the Oklahoma Family Network) must undergo the same Health Insurance Por-
tability and Accountability Act (HIPAA) and Family Educational Rights and Privacy Act (FERPA) 
privacy training as do state employees who work with the system.

PCPs and early intervention providers must check the appropriate box in the web portal affirming •	
that appropriate parental HIPAA and FERPA consent forms are signed.

The use of the system and the outcomes for children will be measured and the results used in •	
structured quality improvement cycles.

The summary IFSP form is an important innovation in ABCD III. Project leaders found that when early 
intervention providers sent the full multi-page IFSP to PCPs, the PCPs did not have time to review the 
entire document and plan of care; PCPs needed a summary. For this purpose, Illinois’s early intervention 
providers in the pilots communicate back to the PCP twice: first, very shortly after the referral regarding 
early intervention eligibility, and then again with a summary after they are able to inform the PCP of the 
services the child will receive (See Appendix).

Illinois is also building an electronic system to be piloted. They are considering a policy requiring that 
early intervention staff send the results of early intervention referrals to the child’s PCP, even if the referral 
did not originate with the PCP. 23 They are presently determining how to most appropriately meet federal 
Department of Education parental consent requirements as they consider this policy.

Illinois’s pilot PCP practices also adopted a policy of telephoning parents within 36 working hours after a 
referral to find out if the parent intends to follow through. Although the outcome of this practice has not 
yet been measured, the practices report that it is an effective window of time to make contact because 
the parent is often in the process of making the decision.

InTerAgenCy AgreemenTs
Creating the communication loop between PCP offices and early intervention programs requires agree-
ments between the agency overseeing Medicaid and the agency overseeing early intervention services. 
In some states, early intervention services are administered by a different agency (often the Department 
of Education) from the agency that administers Medicaid (typically a Department of Health or of Human 
Services). Congress anticipated multiagency collaboration when it created the Early Intervention Program, 
requiring each state to create an interagency coordinating council that includes the agency that admin-
isters Medicaid.24 If strong and active, this council may prove to be an important source of interagency 
policy coordination and agreement in a state.

Interagency agreements, and the cross-agency discussions that must take place to reach agreement, are 
important to helping each agency understand the other’s working environment and operations. This helps 
to overcome barriers and take advantage of opportunities for regular communication and cooperation. 
The agreements are essential for establishing the responsibility of each agency, creating expectations and 
protocols for interagency and inter-provider communication and data sharing, and ensuring compliance 
with all relevant privacy laws.
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Responsibilities of Agency and Provider Staff
A clear interagency agreement about whose staff are responsible for communicating what information in 
what amount of time will help cross-system care coordination proceed smoothly. In Minnesota, ABCD III 
staff have created standardized forms and protocols for use between PCPs and early intervention staff 
receiving referrals. As the Department of Education undertakes a restructuring of its early intervention 
system to place greater responsibility within school districts, the Minnesota Medicaid agency is also 
working to develop new protocols that set out what PCPs and school districts can expect from each other 
in terms of early intervention referral and follow-up communication.25 Medicaid agency staff are also 
meeting with Minnesota Department of Education staff to discuss ways in which the statewide “Help Me 
Grow” website that supports referrals to early intervention can be modified to improve communication 
back to the source of the referral.

Data-Sharing Agreements
Agencies must have written agreements in place in order to share the confidential information needed 
for care coordination. The Illinois ABCD III team found that their Departments of Human Services, Public 
Health, and Healthcare and Family Services already had a data-sharing agreement in place that permitted 
the electronic exchange of information among these agencies for a defined list of data sources specified 
in the agreement. They are presently working on an electronic interchange for transferring information 
about children from PCPs to early intervention offices and back again. The issues they are addressing 
as they attempt to craft the agreement include necessary HIPAA, early intervention, and FERPA parental 
consent compliance and the appropriate uses of both individual data and data in the aggregate.26

In a managed care context, Oregon has a data-sharing agreement that allows appropriate use of both 
individual and aggregated data by the Medicaid agency. The early intervention program has agreed to 
make aggregated reports periodically available to the Division of Medical Assistance Programs (DMAP) 
to help assess whether Oregon is reaching its goals for closing the communication loop between the PCP 
and early intervention providers. The reports also help identify where the communication loop breaks 
down so that systems can be improved. In addition, DMAP is able to identify within its Medicaid claims 
data those children who are receiving early intervention services. Under service agreements with their 
managed care plans, DMAP can share the names of these children with the managed care plans respon-
sible for their care, allowing the plan to follow up with the patient’s family and primary care physician and 
encourage coordinated care.

Privacy Policy Across Agencies: Making Compliance with Multiple Privacy Laws Simple for Providers 
and Patients
Interagency agreements should include protocols for complying with laws that protect privacy. Physicians 
who follow up on the results of a referral to a community agency are often stymied when the community 
agency is unable to provide any information because there is no signed release from the parent in place. 
Care coordination across systems requires a routine method of obtaining the parent’s or patient’s permis-
sion to transfer information in accordance with relevant privacy laws. The earlier in the agency process 
the release is obtained the better. ABCD III states have discovered that if the early intervention agency 
waits until the time they are setting up a plan of care to obtain a release from a parent allowing disclosure 
of information to the PCP, the process will miss situations where the child is found ineligible for services. 
Yet this is information that the PCP needs to know in order to connect the family with other appropri-
ate services. The release must be obtained when the family comes in the early intervention door so that 
information about eligibility can be communicated back to the PCP.
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Compliance with privacy laws can be complicated across systems, but must be made easy and seamless 
for providers and patients. In ABCD III, communication back and forth between the PCP and the early 
intervention provider must comply with privacy laws that pertain to health, education, and early interven-
tion. HIPAA protects individual health information, FERPA protects individual educational information, and 
Part C of the Individuals with Disabilities Education Act (IDEA) is specific to early intervention.27 ABCD III 
states have required assistance from legal counsel to ensure that their specific systems comply, but their 
goal has been to make this communication simple and routine for providers. The basic principle behind all 
the laws is the same: whether information is transferred via a web portal, a fax, or a telephone, the indi-
vidual or his or her parent or guardian must consent in writing to the disclosure.

Early Intervention Colorado, an alumna of the ABCD program, has developed a single, relatively simple 
Referral and Release form for referrals to early intervention.28 The form provides two places for the parent 
or guardian to consent: one for consent to transfer information from the referring source (such as a PCP 
office) together with any appropriate test results and another for consent to transfer the results of the 
early intervention eligibility determination and the type and frequency of early intervention services, back 
to the referring source. As a result, when a physician or other provider makes the referral to early interven-
tion using this form, the consent for two-way communication has been completed.
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Policies suPPorting and sustaining Quality and measurement of  
cross-system coordination

A BCD III states have been pursuing improved quality of care coordination across systems by imple-
menting their pilot projects using structured, measured quality improvement projects, and by 
seeking to sustain quality by aligning their care coordination policies with medical home stan-

dards developing within their states.

PolICIes To InCenTIvIze QuAlITy ImProvemenT ProToCols AnD meAsuremenT
Structured quality improvement programs can provide the parties implementing a new system for coor-
dinating care across systems a clear roadmap for planning, testing, and implementing the change in the 
context of their daily workflow.

By requiring the use of structured quality improvement processes to test cross-system communication 
protocols, the stakeholders involved can better define their objectives, test the protocols they are imple-
menting, adjust based on what worked and what did not, and then implement the change more broadly.

In ABCD III, four states piloted the effort to improve care coordination for children with or at risk for 
developmental delays by facilitating a process based upon the Plan-Do-Study-Act (PDSA) method for 
quality improvement. This effort involved bringing together pilot community teams that included PCP 
practices, early intervention providers, parent representatives, and others engaged in early childhood de-
velopment. Under this model, the teams defined their objectives and expected outcomes and planned how 
to implement the change and measure the result. They then carried out their plan, including paper and/or 
electronic referral and feedback systems. Most are in the process of collecting the data and studying the 
results; they are also planning to spread statewide the practices that, in fact, work.29

In Illinois, for example, the PCPs and the early intervention providers each used the PDSA process to mea-
sure their own care coordination performance and to improve it: the PCPs used the approach to improve 
their referral rates and the early intervention providers used it to standardize the use of the faxback form 
to improve feedback to PCPs. Thus, the project assessed the performance of each provider only on prac-
tice improvements that were within his or her control, with each provider’s quality improvement project 
contributing to the whole.

Leveraging Medicaid Managed Care Policies for Quality Improvement
Federal Medicaid regulations and the state managed care contracts that implement them provide signifi-
cant leverage to require that managed care organizations (MCOs) implement structured quality improve-
ment initiatives to improve care coordination between PCPs and other systems. The regulations require 
that MCOs contracting with states have an ongoing quality assessment and performance improvement 
program. Performance improvement projects must include objective quality indicators, system interven-
tions to improve quality, evaluation of the effectiveness of the intervention, and planning and initiation 
of activities for increasing or sustaining improvement; these criteria fit the PDSA model as well as other 
models for quality improvement.30 The validity and effectiveness of each performance improvement 
project must be assessed by an independent external quality review organization (EQRO) or “EQRO-like” 
organization, which may also be used to provide technical assistance to MCOs in their implementation.31 
The performance improvement project activities performed by the EQRO are eligible for an enhanced 75 
percent federal Medicaid administrative match.32
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Oregon took advantage of this federal managed care quality improvement requirement to incentivize 
MCOs to improve care coordination for children with or at risk for developmental delays. They included 
in their contract with each of 15 MCOs a provision requiring that the MCO engage in at least two perfor-
mance improvement projects, one of which must be either ABCD III or another mental or physical health 
collaborative project. Eight of the fifteen MCOs chose to conduct ABCD III performance improvement 
projects; they are now engaging parents, providers, and early intervention agencies at the community level 
to implement quality improvement projects to improve care coordination for children with or at risk for 
developmental delays.

Leveraging Maintenance of Certification Part 4 Requirements for Physician Practices
Standards for physicians to maintain certification as pediatricians, family practitioners, or other special-
ists can motivate their participation in quality improvement programs to improve care coordination. To 
maintain certification by the American Board of Pediatrics, the American Board of Family Practitioners, or 
other specialty medical boards, physicians must fulfill four components of a Maintenance of Certification 
(MOC) process.33 Component (Part) 4 for each of the boards is to participate in practice improvement. 
The American Board of Pediatrics, for example, stipulates that only board-approved quality improvement 
projects qualify for MOC Part 4 credit.

In Illinois, qualifying PCP participation in the ABCD III pilot for MOC Part 4 credit has proved to be an 
important motivator. The American Board of Pediatrics approved Illinois pediatricians’ participation, and 
Illinois is considering seeking similar credit toward Maintenance of Certification for the American Board of 
Family Medicine. This credit turned out to be a far more motivating factor for physician practices than the 
ABCD III teams first imagined.

AuTomATeD meAsuremenT of CAre CoorDInATIon BeTween PCPs AnD oTher sysTems
The ABCD III state teams designed their pilots at the outset to include measurement of whether the 
PCP made a referral and whether the PCP found out about the results of the referral. As these were pilot 
projects, significant manual chart review was necessary in the beginning to establish baseline and outcome 
data. Nevertheless, states have used electronic systems where possible to support outcome measurement. 
For example,

Arkansas’s Medicaid program added a referral modifier code to allow providers who screen chil-•	
dren under the EPSDT program to indicate whether children screened were referred for additional 
services.

In Oklahoma, the electronic referral and feedback system was set up to register when the PCP of-•	
fice clicks to find out the results of the referral, so that project staff can easily count the number 
of cases for which the PCP actually found out the results. 

In Illinois, data on feedback to the PCP from the early intervention system will be transferred from •	
early intervention to an electronic data warehouse accessible to the Medicaid system for quality 
analysis. 

In Oregon, Early Intervention and Medicaid are working together to identify children in the Med-•	
icaid claims system who are served by Early Intervention. Identifying these children will assist in 
evaluation as well as give managed care plans the information needed to coordinate care.

These and other design features in data systems make measurement of outcomes easier.
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AlIgnIng wITh meDICAl home PolICIes
Medicaid agencies in most states, including those in all five ABCD III states, are establishing medical home 
policies and working with their PCPs to transition toward meeting specified medical homes standards.34 
State agencies that seek to encourage or require coordination between the medical home and another 
system can either adjust their medical home standards to clearly address this goal or ensure that the 
methods for coordination they are establishing will help physicians meet medical home criteria already in 
place.

States have great flexibility in establishing medical home care coordination standards. States can use or 
adapt medical home standards developed by NCQA or the Joint Commission, or they can establish their 
own standards. The NCQA and Joint Commission standards on care coordination tend to address more 
typical care coordination between health providers, but they can also incentivize and sustain care coordi-
nation across systems. The 2011 NCQA patient-centered medical home (PCMH) standards address both 
referral to community resources (PCMH Standard 4) and tracking and coordinating care (PCMH Standard 
5).35 In a state that requires PCP practices to meet care coordination standards in order to be recognized 
as medical homes, PCPs will have greater incentive to adopt a particular protocol to coordinate with other 
systems if doing so helps them be recognized as medical homes.

Examples: Minnesota and Oregon
In Minnesota, the ABCD III team has aligned its work with state medical home standards that require 
significant care coordination. Minnesota’s health reform legislation required the establishment of health 
care homes, defined as medical homes targeting service to people with chronic or complex conditions.36 
Under the program, health care homes are paid PMPM payments using a tiered scale based on the number 
of major conditions the patient has. Rules from Minnesota’s Medicaid agency require that the care team 
identify and work with needed community-based resources, and, after the first year, that the care plan 
incorporate relevant parts of care plans from external providers, resulting in a comprehensive care plan.37

The Minnesota ABCD III team built upon the health care home standards when they established protocols 
for PCPs to communicate with the early intervention system and other community providers. The team de-
veloped an electronic system for tracking referrals and defined the role of care coordinators to align with 
health care home standards. These efforts created a significant incentive for practices seeking to qualify 
for additional payment as health care homes to adopt the use of the ABCD III electronic system and the 
coordination protocols that go with it. Most practices perceived their participation in ABCD III as a step 
toward health care home certification.38 One practice has already adapted the electronic referral and 
tracking system for use with patients being treated for depression in the mental health system.

The Oregon Health Authority has also built cross-system care coordination standards into their primary 
care home standards. There, the standards adopted in the state’s ABCD III project were used to influence 
the state’s primary care home standards as they were developed. Practices that adopt the screening and 
care coordination protocols of ABCD III will obtain points toward achieving medical home certification. 
The standards require care coordination with community resources including tracking referrals and track-
ing whether the referral results have been communicated back to the medical home clinician.39

Professionals involved with the Oregon effort recommend establishing some pediatric standards sepa-
rately from adult standards.40 They note that under current medical home standards practices often target 
care coordination by defining populations based on diagnosis or medical condition. This definition tends 
to leave out children with developmental or other multiple needs who require significant coordination 
with other providers. Separate pediatric standards may also be indicated because onsite and local refer-
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ral resources that should be available to families may be unique for children. Further, subpopulations of 
children with special health care needs often require a different set of relationships with community and 
school-based providers than is typical for adults. To ensure that pediatric care coordination needs are met, 
separate pediatric standards for medical homes that serve a significant pediatric population could help 
improve care coordination for children.

Whether for children or adults, aligning PCP cross-system care coordination protocols with medical home 
standards will take advantage of the regular quality reviews that are necessary to maintain medical home 
status.
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summary of Policy oPtions

A s states consider policies they can leverage to improve care coordination between PCPs and 
other systems, they can draw on the menu of policy levers that ABCD III states have used to build 
care coordination infrastructure across systems.

PolICIes To PAy for CAre CoorDInATIon
Pay for CPT codes for multidisciplinary team conferences (99366-99368).•	

Structure per member per month fees such as PCCM, PCMH, and health home payments under •	
section 2703 of the Affordable Care Act to incentivize care coordination between PCPs and 
other systems.

Target Medicaid targeted case management payments where coordination between PCPs and •	
other systems is needed.

Align electronic systems designed to communicate to and from the PCP and other systems with •	
EHR meaningful use criteria.

PolICIes for sysTemATIC CommunICATIon
Use referral and feedback forms, electronic communications, and clear protocols.•	

Negotiate interagency agreements with agency and provider responsibilities delineated and with •	
data-sharing and privacy protocols.

PolICIes for QuAlITy ImProvemenT AnD meAsuremenT
Use structured quality improvement protocols, such as Plan-Do-Study-Act.•	

Leverage Medicaid managed care requirements for performance improvement projects.•	

Leverage physician Maintenance of Certification Part 4 requirements to incentivize participation •	
in performance improvement efforts.

Automate, wherever possible, measurement of outcomes.•	

Align protocols for cross-system care coordination with medical home recognition criteria.•	

These policies can support cross-system care coordination for a variety of populations, in addition to the 
very young children targeted by ABCD III. For example, those serving geriatric populations may be able 
to improve care coordination between home health service providers and the PCP. Similarly, those serving 
people with severe and persistent mental illness may find systematic coordination is needed between the 
PCP and mental health systems or supported housing arrangements. Policies developed in ABCD III could 
also easily be adapted to improving care coordination between the PCP and school systems for children 
with special needs.

In identifying where to begin a quality improvement project to improve cross-system coordination, factors 
to consider could include:

For which populations is there the greatest need for the PCP to be able to coordinate with other •	
systems?
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Who would be the partners in the project and what could they devote to the effort? Will they be •	
your needed champions of the quality improvement process?

What infrastructure and systems are already in place that could be built upon? (Could a computer •	
application be tweaked?)

What else is happening with medical homes, accountable care organizations, managed care, or •	
care coordination in the state that could be leveraged to add in a component incentivizing coordi-
nation between PCPs and other systems? (Could you add a paragraph to a managed care con-
tract?)

What resources are available and how would such efforts be sustained? (Could you build on an •	
existing health home initiative?)

If you develop protocols for PCP coordination with other systems that are targeted for a particular •	
population or need, will the infrastructure you build carry over to other populations?

Considering these and other factors in designing quality improvement programs to improve care coordi-
nation systems at the outset will enable states agencies and the teams with whom they work to develop 
projects that achieve significant gains in coordinating care and services for the people they serve.
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conclusion

A BCD III is but one example of collaboration among state agencies and providers to improve care coor-
dination between PCPs and other systems. The strategies and examples developed within ABCD III offer 
lessons adaptable to other populations as well, including school children, geriatric populations, people 

with physical disabilities, or those requiring mental health or substance abuse treatment. There are many chal-
lenges to coordinating care among health care providers and greater challenges to improving care coordination 
between a PCP practice and another system. Yet these efforts offer the opportunity to serve people with multiple 
health and social needs in a more integrated manner that will be less susceptible to duplication and error. The 
policies developed and leveraged by the ABCD III states offer state health agencies, PCPs, community service pro-
viders, and other stakeholders a place to start as they map coordinated care protocols between PCPs and other 
systems.
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aPPendix
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aPPendix: illinois referral form and referral fax Back form

The next few pages contain the most recent version (dated 10/04/2011) of the forms developed by the 
Illinois ABCD III team. These forms are the Standardized Illinois Early Intervention Referral Form and the 
Illinois Early Intervention Program Referral Fax Back Form.

Standardized Illinois Early Intervention Referral Form 
 

 
 

24 

 
 

Section 1.  Child Contact Information 
 
Child Name: _______________________________________   
AKA_________________________________________ 
 
Date of Birth: _____/_____/_____ Child Age: _____  Gender:   M    F      Race: ______________________ 
 
Street Address: _________________________________________________________________________________ 
 
City: _____________________________State: ________________ Zip: ____________  County: 
_________________ 
 
Type of Insurance Coverage:  � Medicaid    � Private Insurance 
 
Parent/Guardian Name: _________________________________ Relationship to Child: ________________________ 
 
Primary Language: _______________ Home Phone: _____/_____-_______ Other Phone: _____/_____-_______ 
 
Alternate or Emergency Contact Person: ___________________________Phone: _____/_____-_______ 
 

 Section 2.  Reason(s) for Referral 
Reason(s) for referral to EI (Please check all that apply):  
 

! Identified condition or medical diagnosis (e.g., spina bifida, Down syndrome): ___________________________ 
 

! Suspected developmental delay based on objective developmental screening using (please note screening tool 
used) _________________________________ (Please check area[s] of concern): 

 
 ___Motor/Physical   ___Cognitive   ___Social/Emotional   ___Speech   ___Language/Communication    
 
 ___Behavior   ___Vision/Hearing   ___Adaptive/Self-help Skills  ____Other, specify___________________ 
 
Comments: ____________________________________________________________________________________ 

 
! At Risk (Please describe risk factors): ____________________________________________________________ 

 
! Other (Please describe): 

_______________________________________________________________________ 
 

! Family is aware of reason for referral  
Section 3.  Referral Source Contact Information 

 
! Check here if Primary Care Provider (PCP) is source of referral and skip Section 3 and complete Section 4 
 
Referral Date: _____/_____/_____ 
 
Name of Agency Making Referral: __________________________________________________________  
 
Address: ______________________________________________________________________________________ 

 
Please complete Sections 1 through 6 of this form to refer a child to Early Intervention (EI) for eligibility determination.   
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Standardized Illinois Early Intervention Referral Form 
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City: ___________________________  State: __________     Zip Code: _______________ 
 
Office Phone: _____/_____-_______ Office Fax: _____/_____-_______ E-mail: 
_______________________________ 
 
Contact Person at Referral Site: 
_____________________________________________________________________ 
 
 

Section 4.  Primary Care Provider Contact Information  
 
Referral Date: _____/_____/_____ 
 
Name of Child’s Primary Care Provider: ____________________________________________________________ 
 
Street Address: _______________________________________________________________________________ 
 
City: ____________________________________________  State: __________     Zip Code: _____________ 
 
Office Phone: _____/_____-_______ Office Fax: _____/_____-_______ E-mail: _______________________________ 
 
Contact Person at Primary Care Provider Office: ________________________________________________________ 
 
CFC Office, please send the following checked items:      

! Date the family was contacted and outcome of the contact  
! Eligibility for services and a list of services the child is eligible for 
! A summary of the Individualized Service Plan (IFSP) 
! Other referrals provided by EI to the child/family  

Section 5.  Early Intervention CFC Office Referral Location  
Using the attached list of CFC Offices, insert the CFC number where the child is being referred:   
CFC #: __________ 
 

Section 6.  Authorization to Release Information 
1. Referral to Early Intervention.  The purpose of this disclosure is to refer __________________________________ (print 
child’s name) to the Illinois Early Intervention program.  I, __________________________________ (print name of parent or 
guardian), give my permission for my child’s primary health care provider, __________________________________ (print 
provider’s name), to share pertinent information about my child, __________________________________ (print child’s name), 
regarding suspected developmental delay or related medical conditions with the Early Intervention program.  I understand that I 
may withdraw this consent by written request to my child’s primary health care provider, except to the extent it has already been 
acted upon. 
 
2.  Release Early Intervention Eligibility Determination Information to Referral Source.  The purpose of this disclosure is to 
provide Early Intervention eligibility determination information, i.e., whether my child is eligible to receive Early Intervention 
services and what services they are, and other referrals provided by Early Intervention for ________________________________ 
(print child’s name) to: 

! my child’s primary health care provider listed in Section 4 (parent/guardian initial:____) 
! the referral agency listed in Section 3 (parent/guardian initial:____).  

 
I give my permission for the Early Intervention program to share reports and results related to the previously referenced 
information with my child’s primary health care provider listed above. (parent/guardian initial:____).  I understand that I may 
withdraw this consent by written request to Early Intervention, except to the extent it already has been acted upon. 
 
I certify that this Authorization to Release Information has been given freely and voluntarily.  Information collected hereunder may 
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Standardized Illinois Early Intervention Referral Form 
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not be re-disclosed unless the person who consented to this disclosure specifically consents to such re-disclosure and or the re-
disclosure is allowed by law.  I understand I have a right to inspect and copy the information to be disclosed.  
 
Parent/Legal Guardian Signature*________________________________________ Date:_______/_______/_______ 
 
*Consent is effective for a period of 12 months from the date of your signature on this release. 

Section 7.  For CFC Office Use Only 
 
Date Referral Received: _____/_____/_____  Name of person receiving referral:  __________________________________ 
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Illinois Early Intervention Program  
Referral Fax Back Form 

PART 1 of 2 
Complete Part I upon contacting the family, or when a family cannot be contacted in a timely manner.  
Send Part I completed to the primary care provider listed in the Standardized Illinois Early Intervention 
Referral Form to inform them about the referral outcome. 
 
Date: _____/_____/_____   
Child’s Name: ___________________________________________       DOB: _____/_____/_____ 
Parent/Guardian Name: __________________________________________       
Date Referral Received: _____/_____/_____ 
This child was referred to our Child and Family Connections office.  The following is the status of that referral: 

  The family was contacted on (date): _____/_____/_____  

  A Service Coordinator has been assigned to the family: 

Name: __________________________________________          

CFC # / Location: _____ / __________________________________________ 

Phone Number: _____ - _____ - __________                Fax Number: _____ - _____ - __________                     
E-Mail: __________________________________________ 

  Repeated attempts have been made to contact this family - we were unable to establish contact. 
 Date final contact attempt made: _____/_____/_____ 

Please let us know if the family is still interested in having an evaluation for their child. 
  The family has been contacted and requests that you contact them directly for results.  

 Date request made by family: _____/_____/_____ 
  The family has declined services at this time. 

 Date service declined: _____/_____/_____ 
 
Additional comments:
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.  
 

PART 2 of 2 
To be completed after eligibility is determined and the Individualized Family Service Plan (IFSP) is completed to 
inform the primary care provider about Early Intervention eligibility, other referrals provided, and Early 
Intervention services recommended, if eligible. 
NOTE: Information can be released to the provider identified in Section 6, Authorization to Release Information, 
in the Standardized Illinois Early Intervention Referral Form.  The parent(s) or legal guardian must sign a 
separate consent form in order to send the information shown below to an entity other than the referral source 
listed in Section 6 of the Standardized Illinois Early Intervention Referral Form.   
 
Date: _____/_____/_____ 
Child’s Name: ___________________________________________       DOB: _____/_____/_____ 
Parent/Guardian Name: __________________________________________       
 
1.   The family has been contacted and the following has occurred: 

  The child has been evaluated and found to be not eligible for services at this time (Skip to #4). 
  The child has been evaluated and found to be eligible for services based on the following: 

    30% or greater developmental delay 
    Qualifying Diagnosis of:  _____________________________________________________ 
    Other: _____________________________________________________________________ 
 

2.   The child and family have been recommended to receive the following Early Intervention services: 
   Developmental Therapy   
   Occupational Therapy 
   Physical Therapy 
   Speech Therapy    
   Social Work/Counseling 

  Other:  _________________________________________________________________ 
  Notes:  _________________________________________________________________ 

 
3.   An IFSP was/will be developed for the child and family.  The IFSP Summary Report will be released to the 

provider identified in Section 6, Authorization to Release Information, in the Standardized Illinois Early 
Intervention Referral Form (a full copy of the plan may be obtained through the contact listed in Part I).   

 
4.   The child and family received referrals to the following non-EI services: __________________________ 

 
________________________________________________________________________________________ 

 
 
5.    The evaluation/assessment and service planning process have not been completed because:  

_________________________________________________________________________________________ 
 
Additional comments: 
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ordinating Patient Care, AHRQ Publication No. 11-M005-EF (Rockville, MD: Agency for Healthcare Research 
and Quality, 2010) (Quoting Kathryn M. McDonald, et al., “Volume 7-Care Coordination,” in K.G. Shojania, 
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