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EXECUTIVE SUMMARY

Care coordination is described in a Commonwealth Fund report as one of seven
elements needed to organize care around patients. The Institute of Medicine has explicitly
stated that care coordination is needed to improve the quality of health care in the United
States. Yet there is a lack of consensus regarding care coordination’s competencies and
core functions, who should provide them, the desired outcomes, and how to measure and
pay for these services.

This report proposes a framework for pediatric care coordination. It includes a
definition of care coordination; outlines its principal characteristics, competencies, and
functions; and sets forth a detailed process for its delivery. It also describes a model to
implement care coordination across all health care settings and related disciplines.

We employed multiple strategies to develop this framework, including a literature
review and consultation with key informants representing families, public and
commercial payers, pediatric nurses, pediatric and geriatric social workers, pediatric
health care providers, and federal partners including the Maternal and Child Health
Bureau and the Agency for Healthcare Research and Quality.

The proposed framework takes a family-centered approach and a health systems
view with attention to interdisciplinary and environmental structures, processes, and
outcomes (Figure 1). Effective care coordination is best provided in the context of a
health care team, real or virtual, that has established working relationships with families,
clinicians, community partners, and other professionals.
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Figure 1. A Framework for High-Performing Pediatric Care Coordination

Care Coordination Definition:

Pediatric care coordination is a patient- and family-centered, assessment-driven, team-based activity
designed to meet the needs of children and youth while enhancing the caregiving capabilities of families.
Care coordination addresses interrelated medical, social, developmental, behavioral, educational, and
financial needs to achieve optimal health and wellness outcomes.

Defining Characteristics of Care Coordination:

1. Patient- and family-centered 3. Promotes self-care skills and independence
2. Proactive, planned, and comprehensive 4. Emphasizes cross-organizational relationships
Care Coordination Competencies: Care Coordination Functions:
1. Develops partnerships 1. Provides separate visits and care coordination
Communicates proficiently interactions

Manages continuous communications
Completes/analyzes assessments

Develops care plans with families
Manages/tracks tests, referrals, and outcomes

Uses assessments for intervention g
4
5.
6. Coaches patients/families
7
8
9.
1

2
3
4. Is facile in care planning skills

5. Integrates all resource knowledge

6. Possesses goal/outcome orientation

7. Takes an adaptable and flexible approach
8. Desires continuous learning

9. Applies team-building skills

10. Is adept with information technology

Integrates critical care information
Supports/facilitates care transitions
Facilitates team meetings

0. Uses health information technology

Delivery of Family-Centered Care Coordination Services Includes:

Assessment

Continuous
Monitoring

Goal Setting

Care
Planning

We conclude that an integrated care coordination infrastructure is essential to
create and sustain a high performance pediatric health care system. The success of this
process will depend on multiple factors at all levels within the health care system and
across multiple sectors of the community. Supporting this transformation will be the
development of performance and outcome measures, as well as mechanisms for
workforce development, education, policy support, and financing.
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It is critical to note that the scope of services for care coordination for children
and youth is markedly different from the scope of such services for typical adult
populations. With the exception of geriatric services, care coordination for many adults is
essentially management of chronic health conditions. While both adult and pediatric
health care must focus on chronic conditions, care coordination that supports the
comprehensive needs of children, youth, and families must be broader than this strictly
medical view.

The effectiveness of a care coordination system can be measured by the
experiences of the families that receive these services. Therefore, families must play a
proactive role in informing the design of the infrastructure and policies that will support
the development of care coordination as an integral part of the health care system.
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MAKING CARE COORDINATION A CRITICAL COMPONENT OF THE
PEDIATRIC HEALTH SYSTEM: A MULTIDISCIPLINARY FRAMEWORK

INTRODUCTION

Care coordination is a critical factor in a high performance health care system. It is
described in a Commonwealth Fund report as one of seven elements needed to organize
care and information around the patient.* The Institute of Medicine has explicitly stated
that care coordination is paramount to improving the quality of health care in the United
States.? Yet consensus is lacking regarding the competencies and core functions of care
coordination, who should provide it, what the desired outcomes are, and how to measure
and pay for care coordination services. In addition, the cost-effectiveness of care
coordination has not yet been definitively demonstrated. There is also considerable
variability in how care coordinators are hired, trained, and supported. In order to achieve
a high performance health care system, it is essential and timely to define high-quality
care coordination and outline the competencies and accountabilities required for
community-based providers of care coordination.

This report defines care coordination; outlines its principal characteristics,
competencies, and functions; and sets forth a detailed process for its delivery. It also
describes a model to implement care coordination across all health care settings and
related disciplines, with the goal of supporting the needs and enhancing the self-
management skills of patients and families.

REVIEW OF CARE COORDINATION LITERATURE

Pediatric care coordination links children and their families with appropriate services and
resources in a concentrated effort to achieve good health.® Patients and families want and
deserve quality care in a medical home, defined as care that is family-centered,
comprehensive, continuous, community-based, culturally effective, compassionate, and
coordinated.” According to the professional literature, families and providers say that
care coordination is often lacking in primary care. There is broad consensus with respect
to the need for care coordination and the challenges health care systems and practices
face when attempting to implement it. There is little research, however, on the steps
necessary to overcome barriers to sustainable and successful care coordination.

A good deal of the relevant literature focuses on children and youth with special
health care needs. According to the Maternal and Child Health Bureau, children and
youth with special health care needs are defined as those who have or are at increased



risk for a chronic physical, developmental, behavioral, or emotional condition and who
also require health and related services of a type or amount beyond that required by
children generally.> Though children with special health care needs often require a
variety of medical, social, and educational services, they frequently receive fragmented or
duplicative services.® According to Nolan, Orlando, and Liptak, systems and services
such as primary and specialty care and educational programs are often scattered and
uncoordinated.” Mayer, Skinner, and Slifkin report that children and youth with
disabilities or chronic health conditions typically have far more unmet needs related to
important medical services than do the majority of children.® As a result, they likely
receive less than optimal care. Additionally, Denboba et al. and Rosenberg et al. report
that poor, uninsured, and minority children may be at a heightened risk for poor
coordination of services.’

Delivering care coordination services is often described as complex, time-
consuming, and frustrating, even though it is key to effectively managing care.®
Relatively little has been written about the core functions and competencies that should
be embedded within care coordination services in primary care practices. Furthermore,
how care coordination operations should be structured and organized to foster efficient
linkages to extramural health and community-based services is unclear. Additionally,
minimal guidance is available for care coordination implementation and strategies for
evaluation to ensure accountability of these services.

Care coordination services have the potential to provide multiple benefits to
children, their families, and the health care system. Some research has attempted to
capture rates of care coordination provided in primary care practices. For example,
Gupta, O’Connor, and Quezda-Gomez surveyed members of the American Academy of
Pediatrics and found that most pediatricians (71%) report that their practices have a
designated care coordinator.** However, further inquiry about the types of care
coordination services these practices provide indicated that important services for
families (e.g., contacting schools or parents about findings or sharing referral
information) are not occurring. Stille and Antonelli pointed out that the outcomes and
efficacy of care coordination have not been demonstrated. 2

Defining Care Coordination

A few articles attempt to define care coordination for children and youth with special
health care needs. In a technical review funded by the Agency for Healthcare Research
and Quality, Wise, Huffman, and Brat conclude that there is no consistent definition of
care coordination.'® Furthermore, many studies replace a formal definition with a list of



objectives or requirements. One reason cited for the lack of a standard definition is that
care coordination does not have a strong theoretical foundation. Some of the literature
recommends that families serve as the locus of care coordination, with physicians serving
principally facilitative roles.** There is acknowledgement, however, that the degree of
engagement in care coordination by families varies from case to case. The definition of
the medical home emphasizes the role of primary care in coordination of services for
children.® Furthermore, Cooley and McAllister suggest that designating a care coordinator
within the physician’s office is essential, as is family involvement in the development and
implementation of the medical home.*® To support the assessment of a primary care
practice’s performance, the Medical Home Index has been developed to examine
performance on 25 quality indicators within six domains, one of which is care coordination.*’

The National Quality Forum (NQF) has endorsed a definition of care coordination
as a function that helps ensure patients’ needs and preferences for health services and
information are met.*® This definition emphasizes the role that care coordination plays in
delivering services to “patients by facilitating beneficial, efficient, safe, and high-quality
patient experiences and improving healthcare outcomes.” The NQF framework includes
five domains: the health care or medical home; a proactive plan of care that includes
follow-up monitoring of progress toward patient-specific goals; communication between
and among all members of the health care team and the patient, emphasizing shared
decision-making with families; use of standardized, electronic information systems; and
an emphasis on the need for coordinated efforts to optimize safety and accuracy during
handoffs, or transfers between health care settings. To date, the NQF has endorsed a
single measure outlining the content for information transfer from the in-patient setting to
home, rehabilitative care, nursing care, and community based primary care settings.
Though this measure was not developed to ensure care coordination, it does focus on the
preparedness of patients and their caregivers.

Impact of Care Coordination

There is a dearth of empirical evidence regarding the impact of care coordination. Most
studies have evaluated care coordination interventions for children and youth with special
needs and the impact on health care utilization, costs, or health outcomes. Specifically,
Criscione et al. found that individuals who were randomized into a coordinated care
group had shorter average hospital stays and lower charges compared with a group
receiving standard care.?® In a retrospective design, Liptak et al. found that children
receiving care at a hospital-based ambulatory care coordination program had shorter stays
and lower costs than comparison groups.**



Palfrey et al. conducted a comprehensive evaluative study on care coordination
for children and youth with special health care needs.?? The authors used a pre/post
design to assess an intervention using nurse practitioners as coordinators, based within a
group of primary care centers. Findings indicated that parental satisfaction increased after
care coordination was implemented in primary care practices. Parents report that,
compared to before the intervention, they were able to speak with nurses more easily,
were more efficiently connected to community resources and supports for prescriptions,
and had an enhanced understanding of the goals for care. Most important, parents
reported having a stronger relationship with their primary care providers. Parents also
reported greater satisfaction with services (e.g., mental health and care coordination
services) after implementation of the intervention. Additional findings indicated a
reduction in family needs, caregiver strain, and children’s school absences.

R. Antonelli and D. Antonelli reported the costs associated with care coordination
for special needs children and youth in a primary care practice.?® Clinic staff recorded all
non-reimbursable care coordination activities occurring over a 95-day period. Notably,
half of the encounters involved care for nonmedical issues (e.g., follow-through with
referrals in managed care networks, conferencing with school officials, and overseeing
psychosocial problems). Extrapolating from the cost of practice-based personnel from
national benchmark data, the authors concluded that the total cost of non-reimbursable
care coordination activities ranged between $22,809 and $33,048 per year for a practice
of four full-time-equivalent (FTE) physicians and one FTE nurse practitioner. In a
follow-up study, Antonelli, Stille, and Antonelli looked at time spent performing non-
reimbursable care coordination activities and resulting outcomes in six practice models
across the United States.?* Practices representing a diversity of geographic, patient
socioeconomic, and payer mix characteristics were selected. The practices used varying
models of care coordination, from those with no designated care coordination staff to
those with funded staff whose only tasks were related to care coordination. Significantly,
care coordination activities delivered by nurses using non-billable telephone-based
interventions often led to avoidance of billable office and emergency department visits.

Wise et al. concluded that there are relatively few well-executed studies looking
at the impact of managed care on at-risk children.® Many of these studies have differing
methodologies, contradictory findings, and no direct assessment of care coordination.
Future work needs to address both programmatic and structural pathways of care
coordination effectiveness.



In a recent review, Bodenheimer concludes that failures in the coordination of
care are common and serious.”® He highlights research suggesting that referrals to
specialists often include inadequate information, and reports back to primary care
physicians are likely to have insufficient information to sustain continuity of care.
Additionally, he reviews several barriers to care coordination that have been documented
in the literature. These include an overstressed primary care system, a low number of
computerized records, dysfunctional payment systems, and a lack of integrated systems
of care (e.g., between private physicians and emergency departments). Bodenheimer’s
review highlights several innovative models that may be excellent examples of
systematic changes within the pediatric health care system. One that holds promise is the
“teamlet” model, in which a primary care provider works proactively and collaboratively
with a practice-based coach. The coach may be a nurse, medical assistant, or specially
trained care coordinator. He or she works with families to implement a jointly created
care plan, which ensures that information flows between primary care and other health
system stakeholders. A critical outcome of this model is the development and support of
activated patients and families.

Case Management Versus Care Coordination

There is confusion between the overlapping services of case management and care
coordination. Case management is commonly defined as a process that addresses the
health needs of patients. It tends to be focused on a limited set of predetermined diseases
or conditions and guided by potential health care cost savings. The process can include
assessment, planning, implementation of services, monitoring, and subsequent
reassessment.?’ In many cases, targeted case management is one aspect of general disease
management. Traditionally, case management services provide services in a benefits
package, often supported by a health plan or managed care organization. Individuals who
receive case management typically require services likely to result in high costs and have
complex medical needs.?® There are mixed results in the literature regarding the cost-
effectiveness of case management and disease management. Specifically, Mattke
suggests that more research is needed to determine whether there are improvements in
quality of care and lower costs associated with disease management.?

In contrast, care coordination can be provided to any patient and includes a range
of medical and social support services beyond medical case management. The goal of
care coordination is to help link patients and families to services that optimize outcomes
articulated in a patient-centered care plan. Care coordination may address the social,
developmental, educational, and financial needs of patients and family. Care coordination
often includes activities that may or may not be covered by defined benefit packages
offered by managed care organizations.



FINDINGS FROM KEY INFORMANTS AND EXPERT PANELISTS

To inform the creation of a care coordination framework, we held teleconference
interviews with 27 key informants; subsequently we convened an expert roundtable
discussion with 19 panelists. Both groups were chosen for their experience in clinical
practice, education, and research promoting the development and evaluation of care
coordination for children and adults. Expert panelists specifically included those engaged
in policy work related to health system design and delivery, payment for care
coordination functions and services, and educational credentialing; others were consumer
advocates, clinical experts with experience in practice-based care coordination, and
leaders in academic medicine, nursing, and social work.

Twenty-five percent of those interviewed referred to the promise of the medical
home model for health care reform. During interviews, the topic of care coordination was
frequently associated with the successful implementation of the medical home model.

Of those interviewed, 46 percent stated that care coordination must focus on more
than just medical services. Care coordination is facilitated by and in turn supports team-
based care. The experts emphasized the enormous amount of coordination needed across
systems, agencies, organizations, schools, and Early Intervention programs. Partnering
across communities and sharing responsibility for the future of children, with shared
program objectives, funding, and accountability, is a priority. Fifty percent of the experts
called for research and development to build evidence demonstrating the value of
care coordination.

While 35 percent of the experts stress the need for a clear definition of care
coordination, including specification of a standardized set of services, there is pervasive
concern about the lack of capacity in primary and specialty care to provide such services.
For example, communication is particularly weak during patient transitions across care
settings and among varied “managers” of health care. Many experts expressed concern
about primary care shouldering the burden of filling such gaps. Generally, how much the
primary care system can take on to meet current and future needs for comprehensive care
coordination is a looming question. Future investment will be necessary for coordination
of care to be successfully placed within the hub of primary care. Health information
technology has great potential to improve care coordination. A functional information
technology infrastructure can enable health care teams to reach their potential in
supporting care coordination processes.



Nearly all of the expert informants describe the primary care “hub,” health care
home, or medical home as the logical and effective center for care coordination. The
critical role of families in care coordination was a common theme, including the notion
that family leaders could effectively serve as care coordinators within a system of care.
Health coaching to enable transference of knowledge and skills to parents and children
needs to be a cornerstone of any care coordination framework. The role of coaches, as
described by Bodenheimer and Laing, is a fundamental element of the enhanced primary
care model known as a “teamlet.”*® Multiple perspectives and sources of information
need to be coordinated to deliver proactive care coordination in partnership with parents,
youth, health care teams, and community partners. Therefore, a well-functioning “hub” is
needed and will require an investment in infrastructure development and adequate
reimbursement for services.

The extent and quality of care coordination will depend on the skills, knowledge,
and experience of the care coordinator. There is not yet consensus among the experts
regarding the necessary or optimal educational level of professionals contributing to or
performing care coordination. Recommended levels of preparation range from a
coordinator with a doctorate to an array of other health professionals (e.g., medical
assistants, social workers, or nurses) providing care coordination under a physician’s
leadership. Among the interviewees, most favored having registered nurses serve as care
coordinators. Yet nurses are acknowledged as scarce and expensive, and current nursing
curricula typically prepare graduates for hospital positions, which are better compensated
than those in physician practices. One idealized model includes using a registered nurse
who functions as a resource for a team of coordination “extenders,” including social
workers, medical assistants, licensed nursing assistants, and licensed practical nurses.

A MULTIDISCIPLINARY FRAMEWORK FOR PEDIATRIC

CARE COORDINATION

Based on a review of the literature and input from key informants and expert panelists
and relying on a family-centered approach and a health systems view, we developed a
multidisciplinary framework for pediatric care coordination. The framework emphasizes
cross-disciplinary and environmental structures, processes, and outcomes. It defines care
coordination and outlines its core activities—detailing the essential competencies for those
involved in the provision of care coordination and establishing the predicted outcomes.

Effective care coordination is best provided in the context of a health care team,
real or virtual, that has established working relationships with one another and among
families and children, other clinicians, community partners, and other professionals.
Team relationships are characterized by mutual respect, trust, and transparency and are
grounded in the needs, concerns, and priorities of families.*"
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The framework builds upon the six elements of the chronic care model developed
by Wagner and colleagues.*? These include the core components of self-management
support (rearticulated in our work as care partnership support to reflect a more family-
centered approach), delivery system design, decision support, clinical information
systems, community, and health systems. The underlying assumption is that optimal
patient- and family-centered outcomes are the result of relationships in which children,
youth, and their families participate in a fully informed partnership with their primary
care provider and a supportive, proactive health care team. Care coordination is the
ingredient necessary to operationalize care processes leading to the achievement of
these outcomes.

A Definition of High-Performing Pediatric Care Coordination

Pediatric care coordination is a patient- and family-centered, assessment-
driven, team-based activity designed to meet the needs of children and
youth while enhancing the caregiving capabilities of families. Care
coordination addresses interrelated medical, social, developmental,
behavioral, educational, and financial needs in order to achieve optimal
health and wellness outcomes.

To fulfill the standards set by this definition, care coordination must be connected
to, or provided within, a clinician-led, proactive health care team. The team fosters
partnerships with families and creates opportunities for them to express their needs. Care
coordination is integrated within or strongly linked to a community-based primary care
medical home setting, which has the resources and trained staff required to serve as a
central hub for communication and information exchange among specialists and
community partners across the continuum of care.

In its most robust state, care coordination provides linkages to systems of services
available within health care, education, early child care, and family support sectors. An
important component of care coordination is the creation of individualized care plans,
informed by a comprehensive needs assessment and including a clear delineation of
goals, roles, and responsibilities and expected outcomes.

Critical Characteristics of High-Performing Pediatric Care Coordination
Organizations and individuals delivering care coordination services should explicitly
endorse the principles of high performance pediatric care coordination and implement
strategies to support the provision of these services. The foundational characteristics and
attributes of excellent pediatric care coordination include the following:



1. Patient- and Family-Centered

Links patients and families to an accessible, community-based primary care
medical home

2. Proactive, Planned, and Comprehensive

Supports anticipatory, proactive, continuous, and longitudinal care

Builds on family strengths and is guided by a comprehensive, standardized
assessment of needs

Supports and relies on team care

Facilitates the care-planning process including consultation, referral, testing,
goals (jointly developed and shared), monitoring, and follow-up

Plans for the transition of youth from pediatric to adult systems of care

3. Promotes Self-Care Skills and Independence

Ensures the provision of patient/family education to build self-
management skills

Equips families with the skills needed to navigate a complex health
care system

4. Emphasizes Cross-Organizational Relationships

Builds strategic relationships across a community that support integration
of care and patient/youth/family self-management skills

Ensures effective communication and collaboration along the continuum
of care

Essential Competencies for Providing Pediatric Care Coordination

A core care coordination skill is the ability to develop and sustain caring relationships
among children, youth, and families, as well as members of the community-wide support
system. These competencies need to be held individually or collectively by all clinicians,
nurses, social workers, and allied health care professionals who are engaged as a team
supporting families. Additional competencies include:

1. Building partnerships that foster family-centered, culturally effective care;

2. Proficiency in interpersonal communication and cross-sector and interdisciplinary
communication;



10.

Use of team-based, patient- and family-centered assessments that identify
strengths and needs of the families;

Care-planning skills promoting shared decision-making and patient/family self-
management, with thorough follow-up;

Integration and shared use of accumulated medical, educational, and community
resource information;

Efforts and attitudes that are goal- and outcome-oriented:;

Flexibility and adaptability to the fluctuating needs of children, youth, and
families in the context of a changing health care environment;

Continuous learning skills and team leadership sharing new knowledge;
Capacity to participate in organizational quality improvement activities; and

Resourcefulness in the use of information technologies (e.g., tracking and
monitoring functions, electronic care plan development and oversight) for optimal
care coordination.

Since many patients and their families execute care coordination activities to support
their own needs, they should be assisted in developing these competencies. In addition,
these competencies should extend to non-health professionals who may provide care
coordination services.

The Functions of Care Coordination

Many practices and community-based organizations are looking for clear steps for
integrating care coordination services into their fast-paced work environments.
The following steps help clarify the roles of coordinators, clinicians, other team
members, and families and offer ideas relevant to the testing and implementation
of care coordination services.

1.

Establish relationships with children, youth, and families through
introductory visits dedicated to setting expectations for care coordination.

Promote communication with families and among professional partners, and
define minimal intervals between communications.

Complete a child/youth and family assessment.

Working with the family, develop a written care plan, including a medical
summary, action plan, and, if needed, an emergency plan, that reflects
mutual goals.

10



10.

Arrange for, set up, and coordinate referrals, and track referrals and test results.

Provide condition-specific and related medical, financial, educational, and social
supportive resource information, while coaching for the transfer of skills
supportive of partnerships with families to care for their children and youth.

Ensure the health care team integrates multiple sources of health care information;
communicate this summary, thereby building caregiver skills and fostering
relationships between the health care team and families.

Support and facilitate all care transitions from practice to practice and from the
pediatric to adult systems of care.

Coordinate family-centered team meetings (across organizations as needed).

Use health information technology to effectively deliver and continually monitor
care coordination and the effectiveness of service delivery.

High-quality care coordination will enable children, youth, and families to access
services that support their health, developmental, behavioral, and wellness needs—to get
the right care, at the right time, in the right place. Delivery of care coordination must
therefore be flexible and responsive to these needs.

Assessment

Care coordination begins with a comprehensive, systematic, and structured assessment of
needs, strengths, and assets. Assessment may occur in the primary care medical home or
in a community-based, regional health, family support, or educational center linked to the
health care system. Under certain circumstances, subspecialty providers may serve as a
medical home. Using a co-management model, specialists and primary care providers
communicate about care protocols and are explicit about roles and responsibilities for
parents. Care coordinators can help with these communications to support integration of
care across the health care system.*® The pediatric care coordination assessment includes
the following elements:

Family Status and Home Environment

0 Medical/behavioral/dental health status
Social supports of family and friends
Financial needs

Family demands, relationships, and functioning

O O O O

Cultural beliefs and values of family

11



o Strengths/assets of child, youth, family/caregivers
o Current goals of child, youth, and family

e Growth and Development
o0 Child/youth developmental progress/status
o0 Child/youth strengths/assets
o0 School performance/needs
o]

Emotional/behavioral strengths and needs

Flexibility in Care Coordination Approach

The delivery of care coordination services needs to be flexible, varying by location,
encounter type, timing, intensity, and duration. Care providers must take into account the
cultural preferences of each family and strive for effectiveness in different circumstances
and environments. Innovative approaches to care are essential, from face-to-face visits to
nontraditional encounters that optimize use of resources and maximize value for families
and providers. These may include the use of:

e Telephone and/or video conferencing;

e E-mail, texting, or instant messaging;

e Group visits for children/youth/families with common conditions or concerns;
e Interactive Web sites;

e School-based visits; and

e Meetings held offsite such as team meetings that “wrap around” the child/youth
and family, include a cross organizational representation of professionals
involved, and may be held in a variety of community or home settings. These
are established collaboratively with youth and families.

Levels of Care Coordination: Needs and Activities

Care coordinators use a comprehensive, systematic assessment to identify and stratify
families’ needs, taking into account the requirements for carrying out care plans and the
resources available to the family. Care coordinators must also have a thorough knowledge
of the various health, education, and family support services in the community.

The designation of care coordination levels is critical to the evolution of an
integrated system of care coordination. The complexity and intensity of care coordination
is a continuum, and the level of care coordination services a family receives will reflect
their needs and choices, as well as available resources.
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For this framework, we stratified care coordination into three levels, depending on
the intensity of services: basic, moderate, or extensive. Children, youth, and families may
require different levels of services at different times.

Level 1: Basic. At this level, families are informed of care coordination
opportunities and services and are assisted in how and when they choose
to take advantage of them. Level 1 can be viewed as an “information and
referral” transaction, but the services rendered should still be integrated
into a comprehensive care plan.

Example: The parents of a 2-year-old child wonder what resources are
available for child care in their community. The family is given contact
information for a community agency, which provides a listing of potential
child care providers.

Level 2: Moderate. At this level, a care coordination plan is developed
with families. It details needs, short- and long-term goals, and related
strategies and clarifies how care coordination services will be delivered.
Skills, knowledge, and increasing responsibility for care coordination are
transferred to children and families, as appropriate. Transactions at this
level involve communication among various stakeholders; integration of
information into a care plan is essential.

Example: A 30-month-old child presents with possible expressive
language delay. The medical home team, in conjunction with the family,
creates a care plan that includes referrals to audiology, Early Intervention,
and a community-based family-to-family support center. These referrals
include sufficient information to optimize the contribution of the
consultative services to the child’s health and developmental outcomes.

The family is referred to an Early Intervention program. It is learned that
they have no access to transportation other than the city buses. The care
plan includes a referral for transportation services. A follow-up phone call
in one week is arranged between the family and the care coordinator to
review scheduling of appointments. An appointment in four to six weeks
with the medical home team (including the primary care physician and
care coordinator) is scheduled to review diagnostic assessments and
propose future interventions. At that visit, assessment will be made to
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determine whether active care coordination needs to continue for this
family or the family members are able to maintain principal responsibility
for follow-up, with supportive care coordination available on an
as-needed basis.

Level 3: Extensive. At this level, care coordination needs to be
longitudinal and far-reaching. The members of the care team and family
determine methods of communication and intervals for the coordination of
care, as well as assessments of progress and outcomes.

o Eligible families require the commitment of significant time and
the services of appropriately trained personnel.

o Patients and families are often identified by health insurers as
being eligible for case management services. Indeed, the balance
of resources between case management and care coordination
providers may work together to serve families—if activities are
well coordinated.

o Care coordination at this level may also involve co-management
among primary and subspecialty providers and community
partners. To be effective, this process requires active definition and
communication of the roles and responsibilities of all parties with
precise documentation in a shared care plan.

Example: A 17-year-old female has cerebral palsy, a seizure disorder,
and nutritional issues including dependence on a G-tube for nighttime
feedings, as well as developmental and educational needs. Her care
plan is multifaceted to meet her various needs for medical care
(neurologic, nutritional, surgical, and gastrointestinal) as well as
developmental and educational support. She will require referrals to
specialists at community-based agencies and tertiary care settings. In
addition, there will be issues related to her transition from pediatric to
adult systems of care. Longitudinal, proactive, anticipatory,
participatory, and multidisciplinary engagement of the youth with her
family and care coordinator will be essential.
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Evaluation: Measurement Strategies

For use in the development of a measurement strategy, Batalden and Nelson offer a four-
point compass as guide, called the Clinical VValues Compass. North, south, east, and west
on the compass represent functional, cost, satisfaction, and clinical outcomes
respectively.® Table 1 uses this compass as an organizing structure to articulate the
desired and anticipated outcomes resulting from excellent care coordination. For
example, we hypothesize that there will be enhanced child/youth clinical outcomes and
child, youth, and family functional outcomes; greater patient, family, and professional
satisfaction; and a reduction in costs with an increase in efficiency and effectiveness.
There are few measures available to gauge predicted and desired care coordination
outcomes; it is anticipated that Figure 1 will provide a map from which to prioritize and
develop this future work.
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INTEGRATING CARE COORDINATION ACROSS THE HEALTH SYSTEM
Many recent policy discussions focus on care coordination almost exclusively at the level
of the primary care pediatric practice. Yet, a multidisciplinary, multi-stakeholder
approach is the only effective way to integrate care coordination into the broader system
of care. A high-performing health care system will require clearly defined roles and
responsibilities for providing and supporting care coordination at multiple levels: national
organizations, federal and state governments, regional and community organizations,
practices, and family (Table 2). The stakeholders at each level must play a role in
ensuring the development, implementation, and monitoring of well-defined functions of
care coordination.

Creating a sustainable approach to care coordination will require policy,
financing, operational, regulatory, clinical, and infrastructural elements. Since the
ultimate measure of effectiveness of a system of health care is how patients and families
themselves experience it, process and outcome measures must be tracked at all levels,
including key metrics from the perspectives of families and youth.

17



8T

uoisinoid

uolTeuIpIo0d ared Joj Sprepuels
Aiore|nBas Buidojanap ul siosinpe

se pauoddns ale siapes| Ajiwe
(a1crerrene

Ap1gnd pue painseaw ale Sawoodno
uoleuIplood ared ““B°9) saljwey

0] Juaedsuen s aouewlouad WaIsSAS
(jsuuosiad

[eaipaw ‘spgo ‘yeis Aouabe ‘saljiwe)
1ay1o) saouaipne 196.e) uoieuIPI009
a1ed Joy Bulurel pue uoneasnpa
Buidojonap ul paAjoAul aie saljiwe

sanijigisuodsal

pue saloualadwod uoieuIpIo0d a1ed apnjoul
Airenb pue Alages oy sprepuels Aiojeinbay
sJaylo pue ‘gHD ‘ese)d Arewiid

10 neaing YSHH ‘OYHY ‘SO ‘uoneanp3
‘uonuaniaul Alre3 ‘A sl Buipnjoul pauoddns
pue paynuapl aJe SLOoYS UoeuIpIo0d

aled ubije 0] suoneloge||0d Asuabelaiu)
‘spJepueis/sauliapinb

2onorid-1saq apnjoul pue saloualedwod
uolreuIpJood ased ajowold saldlod

S2W092IN0 IS0 pue
‘leuonouny ‘fealuld ‘uonoeysnes Sapnjoul uonenfeAs
saonoe.d 1oy Buiurely pue uoneonps -

sal|iwe} 0} UoIsInoid BIINISS -

S3W02)N0 1S02 pue Alfenb -

:9ouewlIopad walsAs Bupjoel ]

1UBWUIBA0S) alels

AKouaredsuel) pue ‘aoueul

‘Aunba ‘A1ages ‘Alfenb jo sainseaw
apN[oul pue UoIeuIpIo0d a1ed uo
salo1jod [elapay) oul Indul apinoid 0}
saljiwe} 1o} pareald ale saniunuoddo

slaylo pue
‘dHOIN ‘areDd Arewlld

jo neaing 'vSYH ‘OYHY ‘SIND ‘uoneonp3
‘uonuaniaiul Alre3 ‘A sl Buipnjoul pauoddns
pue paynuapl aJe SLOoYd UoeuIpIo0d

aled ubije 0] suoneioge||0d Asuabelau)
S10)48 Juswanoidwi Aufenb yum uoneuIpiood
aled [ans|-walsAs sajowoud uoddns [easi4

sa|diound uoneuIplood aled
payiun yoddns siaAed [eloJawwiod pue algnd

SHOUS 1dSd3 01 UORUIPIO0D BIed JuIT

J}lomauie.y
uoneulpiood ared uoddns saloljod preaipain

aouewload
UOIeUIPIO0D d1ed |9A3-WaIsAs BullolUuoO

1UBWUIBA0D [elapa

uolreuIpIo0d

aJ1ed oy suoneloadxa pue spasu iyl
arenanJe 0} sdnolb Jawnsuod pue
Ajlwrey Joy parealo ase saniunuoddo

S92IAISS UONeUIPI00D
aled 0] ssadJe a|qelinba ajqeus 01 sajdiouud
uoddns siaAed 211gnd pue [elnlawwo)d

s109(oid

uOoIeJISUOWSP UOITeUIPI00D a1ed paubie

puny Apuiol 01 ¥99s sdiysiaunred areald—olgnd
aJed JO WNNUIUOI SSoJde

uoITeUIPI00I aIed J0) SpIepue)s aslopua

pue 1dope (siaked ‘yieay palje ‘siepinoid
‘Aaeoonpe Ajiwey) suoneziueblo reuolssajoid
S|ana| Ajiwey

pue ‘@anoeld ‘reuoibal ‘arels ‘eiapay ‘feuoireu
Je suonoduUN} UOHBUIPIO0D dJed 8SI0pUd

pue auyap suoneziuebio pasnao)-Alend

paidope
are BuidueUl UOITRUIPIO0D 1B 10} SpIepuels

pareuIwassip/paleoap
aJe UoIeuIpiood aJed 1o} spiepuels paulap-|lopm

suoneziuebio
[euolleN

aJeDd Jo aoualiadx3 Ajlwe

uoljeuIploo) aled 1o} sioloed Buljgqeuy

uoITeUuIpPJIO0D aJe)d JO suollound

ELER!

aled yieaH alreIpad Ul UoIeUIPI00D a1ed 10) Ylomawel [9Aa7-WalsAS ‘Z a|qel



67

“JusWieal] pue sisoubelq Buiussios Jipolad pue AJe = 1 ASd3 (UoNeASIUILPY S82IAI8S pue S32IN0Say YljeaH = YSHH ‘neaing yiesH pliyd pue reussrei\ = gHON
‘S92INIBS PredIpal pue aledlpa|A 1o} sisiua)d = SIND Alfend pue yoseasay aseoylesy Joj Aouaby = OYHY ‘uonuaalau] Aje3 = |3 ‘uoneziuelilo paseq-Alunwwod = Og) :Sal0N

aJ1ed Jo SWa)SAS Jnpe 0} uonisues}
uoddns 0] siseq aunnoJ uo YyinoA o}
papinoid are Loddns pue uoneanp3
aJsed Jo s1oadse [edluld pue ‘1sod
‘uonoejsnes ‘reuonouny Buiprehal

UOoITeUIPI00D a1ed BAID3YS ‘B|gelnba o] papnua

are Aay) 1ey saljiwey Ag uonieldadxa ay) asiopua
suoneziuehio Bumas-prepuels pue ased Jo SWaISAS
a|ge|reAe

Ajipeal ale uonisueln Jo) Bunredaid yinoA 1oj saainosay

UOIRUIPIO0D 38D

jualadwod

Alreansinbull pue Ajjelnynd si UoleUIPIO0d 3le)
sabels uonisue ul

YinoA uo pasnooj Ajarenidoidde s uawdojansp IS
juswdojanap

[IDS UOIRUIPIO0D 3D pue AjiLe} Sa|qeus

Saljiwe} Wolj yoeqpasay) pue induj paJajuad-Ajiwe) Joj wnjnouing Buluresl Jo Aljige|reAy ‘papasu se aouelsisse awn uo ‘Buiobuo sanvIay Apwre4
(reviod uaned e ein “6H8) ared
112y 10} ABojouyda) uonewoyul yieay
0} SS999® aAey YINoA pue saljiweS
uonoeialul aled
yoea Jo Jed psepuels e si 1 bunepdn
pue ‘ssauljawi pue Aoeindoe 1SIX9 ISnW Wisiueydaw uonediunwuwod
1oy passasse Ajsunnos s ueid ased SNOUOJYIJUASE ‘aIndas ‘walsAs ABojouyoal
(saljiwrey Buipnpour)  uonewlolul yieay ajqeladolaul padojaaap Ajjny Jussqy
wea) aJed Jo siaquiawl | Ag swialsAs S8w021N0 1s0J pue
paw.ojul pue padojanap si uejd are)d [euIa1xa yum ajqeladolalul S| pue spiodal yieay ‘leuonouny ‘realul|d ‘uondeysies sapnjoul uonenjeas
uonoelaul 81ed yieay Joj ared 21U0J108|9/SPJ0J3] [eIIPSW 2IUOJII3|S puR UONRUIPI00D ared Jo swajlsAs
10 psepuels si uejd ased Jo 1disday a1ed spoddns ABojouyoa) uonew.lojul YyiesH SS0.0€ UOEWIOjUI UOITRUIpI00D aled drelBajul -
paysi|gelsa ased ul sisuped sdiysiauped Kiosinpe yinoA tojpue Ajiwrey -
se Aljiqisuodsal Ajiwejnuaied [euoissajoid—Ajiwe} Loddns 0] S824N0SaI [eUONEINPT paloyuow pue ‘pasn ‘padojdaasp ueld aseo -
paulap Alyes|d Wwea) 0] SS90y swanoidwi Anfenb poddns 01 s82inosal [euoneonp3 :apnjoul 0} Juswanoidwi Anrenb paseg-aanoeld
aJsed Jo wiod 1e Ajiwe} uoireuIpJo0d SJ0JeuIpJI00d aJed paurel] sasea|/sally adnoeid Jo
01 waJledde si wea} pauyap-|IdM aJsed 1o} saonoeld 0} a|ge|reAe S824N0SaJ [euolleINpg Aua apisino Ag pally JI SI0TeUIPIo0d ared 31ed0|0D aonoeld
(resipawuou
pue [edipaw Y1oq) WwalsAs aled ayl
10 sjusuodwod |[e SSoJoe paleys pue SSWO2IN0 1509 pue
SlgeId4Sue. SI UoRBWIOJUT 1IN0V ‘leuonouny ‘fealuld ‘uonorSHeS SapN|dUl uonenfeAs
SIqiSsaa0e uoneduNWWod [BA3]
Ajisea pue sue|d ares oul parelbajul HE £
! ! ! . junWWo9 e sI walsAs uoddns Ajiwey-01-Ajiwey -
S| (paJisap J1) uoddns Ajiwe}-03-Ajiweo 9In29s ‘pajoajold Jo walsAs [euolbal yoddns e 1l 1e sl wolsAs 1 [lwre}-01-Ajlwe)
aJ1ed Jo walsAs ay) arebineu saonoeud saonoeid ssoioe pue
g ‘ ‘ | Ul UoIeUIPJ00d aJed Loddns 0] 92UrISISSE [B2IUYIa] -
01 pUE UBIP|IYD JISY1 10} B1eD 18118q 01 pue ‘saljiwey ‘syuaned Jo spasu Bunssw I uonreulp 1 A 1SISSE [e3luyd9]
Aujige Jisy suoddns 1y uonewojul Ul UOBUIPIOO0I 3Jed JO Juswssasse Bulobup e sal|iwe} 0} UoIsInoid BIINISS -
pue Sa2IAIaS UOITeUIpIo0d a1ed uoleuIpIo0d aJ4ed Jo uoisiroid S1S09 ‘S8W02IN0 - Allunwwo)
Ajawn ‘sjgennba anlgoal saljiwe 10} S82IN0SAI AUNWWOD JO SISAjeue awi-|eay e :9ouewlopad walsAs Bupjoel | /leuoibay
aleD Jo aoualadx3 Ajlwe uoleUIPI00) 81e) 10} Si01oe4 Buljgeu] uoIleUIPI00D BJe) JO SuoouN ELER




RECOMMENDATIONS

Much work remains to be done for care coordination to become a regular feature of
health care. The contributions of many sectors, both public and private, will be necessary
to achieve this goal. These include:

e identifying promising models, tools, and best practices for care coordination
based in medical homes;

e identifying promising community-based models to support care coordination;
e developing consensus standards for care coordination services;

e developing measures of care coordination quality;

e evaluating the effectiveness of various care coordination models and systems;
e assessing the value of care coordination for different patient populations;

e integrating care coordination capacity into electronic medical records and health
information systems;

e creating a rigorous, cross-disciplinary, and family-centered curriculum for the
education and preparation of care coordinators;

e creating training materials for referral from medical homes to community partners
and care coordination collaborators;

e identifying policy frameworks to support the provision of care coordination
services by all public and private payers; and

e transferring care coordination practices and policies for pediatric care to the care
of other patient populations.

CONCLUSION

To achieve a high performance pediatric health care system, it is essential to create and
sustain an integrated care coordination infrastructure. The success of this process will
depend upon the design and implementation of multiple elements and promoting factors
at all levels within the health care system and across multiple sectors of the community.
Supporting this transformation will be the development of performance and outcome
measures, as well as strategies for workforce development, education, policy support,
and financing.

It is critical to point out that the scope of services that comprises comprehensive
care coordination for children and youth is markedly different from the scope of care
coordination services that comprises care coordination for many adult populations. With
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the notable exception of geriatric services, care coordination for many adult patients is
essentially management of chronic illnesses. While both adult and pediatric health care
must focus on chronic conditions, care coordination that supports the comprehensive
needs of children, youth, and families must be broader than this strictly medical view.

The key components of a high-performing care coordination system are most
effectively assessed by how the families that receive those services experience the
provision of care. To that end, family input is essential to the design of the infrastructure
and policies that will support the development of care coordination as an integral part of
the health care system.
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