system of services is a family-centered net-

work of community-based services that is

designed to promote the health and well being
of CYSHCN and their families. Ideally, community-
based service systems are organized so families can
use them easily. Care coordination, access to a medi-
cal home, family-centered and culturally competent
services are considered key elements of coordinated
services for families of CYSHCN. However, many
families of CYSHCN face frustration accessing ser-
vices. Eligibility requirements, policies, procedures,
and multiple locations of services can leave families
feeling overwhelmed. There are often gaps in services
due to agencies that provide limited services or du-
plication in services from multiple coordinators and
service plans. Families may also need to travel great
distances to obtain specialized services.

The examples in the following sections, from
medical home, care coordination, family-centered
care, to cultural competency, as well as the common
application forms found in the health information
technology section, all address some piece of a coor-
dinated system of care—although no state or commu-
nity addresses all issues equally well. The following
models of care often use strategies recommended by
Champions for Inclusive Communities for developing
coordinated services: including the use and devel-
opment of interagency councils, partnerships with
coalitions, supporting the development of family
leadership and family-directed programs, and pro-
moting linkages at the local and state level. For local
level examples, please refer to the Star Communities
on the Champions website: www.Championsinc.org.
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The Importance of Integrated Services

Care Coordination

are coordination is an integral piece of com-

prehensive, quality care provided within the

medical home model for CYSHCN. Care coordi-
nation focuses on the broad range of services that are
needed by a child with a complex medical condition.
It is a process that helps ensure that the child with
special health care needs and his or her family find
the services they need, are linked with appropriate
providers, and have help getting care when care and
services are either not available in the community or
do not seem to be working for the child and family
with the overall goal of achieving optimal health.
Recently, pediatric care coordination was defined as
“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. It addresses interrelated medi-
cal, social, developmental, behavioral, educational
and financial needs to achieve optimal health and
wellness outcomes” (Antonelli, R. et al. Making Care
Coordination A Critical Component of the Pediatric
Health System: A Multidisciplinary Framework. The
Commonwealth Fund, May 2009).

States support a variety of care coordination ac-
tivities, ranging from office-based care coordination,
to home visiting programs, to agency-based pro-
grams. These programs are largely evaluated through
family satisfaction surveys and assessments. The state
programs highlighted in this section present a range
of models that differ in terms of type of services pro-
vided, location of service, funding source and type of
personnel used to deliver care coordination.

OREGON: CACooN PROGRAM

Public
Emerging Practice

The Oregon Center for Children and Youth with
Special Health Needs (OCCYSHN), the state Title V
Program, operates the care coordination home visit-
ing program, CaCoon. CaCoon provides funding,
training and consultation to public health nurses in
all 36 counties in Oregon to provide care coordina-
tion to CYSHCN from birth through age 20. Similar
to California, Oregon is a West Coast state with a
diverse population and, like California, the CYSH-
CN program is outside of the Department of Public
Health, in this case in a university setting.

System of Care: In Oregon, each county has a
designated CaCoon Coordinator. All of the CaCoon
Coordinators are registered nurses. The CaCoon
programs also support promatoras in four counties
that have a high proportion of Latino families. These
promatoras are community health workers who
collaborate with the CaCoon Coordinator to teach
tamilies such skills as how to make an appointment,
fill a prescription, or arrange transportation to an
appointment. The majority of services provided are
home visits, although public health nurses often may
make several follow-up phone calls to support the
coordination of care.

Children from 0-20 years are eligible for Ca-
Coon services; though the majority of children seen
are from birth to three years. This occurs for many
reasons, including limited capacity in health depart-
ments, and the Targeted Case Management (Medic-
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aid) funding that is available for children in the 0-3
year old group.

Key partners in the CaCoon program are the local
public health departments. OCCSYSHN also works
closely with the Oregon Office of Family Health and
the Oregon County Health Leaders group, known as
MCH-CLHO, that focuses on Maternal and Health
issues as a vehicle for getting feedback and leadership
level input into the program.

The program serves a diverse population in
Oregon. Children are referred into the program
regardless of ethnicity and/or language. Local health
departments contract with local agencies to provide
interpretation for home visits, or they use health
department providers as interpreters. As noted above,
CaCoon supports promatoras in four counties that
have a high proportion of Spanish-speaking families.

Financing: CaCoon is funded through the Title
V CYSHCN program as a sub-contract to each of the
local public health departments in Oregon. Counties
receive about $900,000 each, though the amount is
based on a formula that includes variables such as:
rurality, live births, and salary levels for the area.
This has been sustainable through continued funding
of the Title V MCH CYSHCN program, which is an in-
teragency agreement from the Department of Human
Services where the larger MCH program resides.

Evaluation: The program is evaluated using sev-
eral methods. Two OCCYSHN Nurse Consultants pro-
vide at least one site visit per year to each county to
review program standards, discuss additional training
needs, and to consult with the nurses on individual
children. A chart review tool was recently developed.
In addition, Oregon started using a database called
ORCHIDS (Oregon Child Health Information Data
System) about a year and a half ago that allows public
health nurses to document their encounters. This da-
tabase was developed by the Oregon Office of Family
Health in collaboration with the OCCYSHN program.
ORCHIDS collects demographic data as well as some
limited outcome data on issues addressed by care
coordinators such as nutrition, child development,
parent, injury, and family knowledge of their child’s

condition. The program is just beginning to analyze
data from the first full year of data collection.

CaCoon is developing a desktop data system that
will have the ORCHIDS data so that CaCoon consul-
tants can easily examine data from each county on a
quarterly basis. In addition, the ORCHIDS database
will allow for analysis of certain segments of the
population of children served by CaCoon. The pro-
gram is also beginning to analyze services provided to
adolescents who were seen by CaCoon nurses.

Will it Work in California: This program may be
of special interest to California because it is based in
all counties across the state, utilizes promotoras to
reach the Latino population, and has some level of
evaluation and sustainability.

Sources in addition to expert interviews: http://
www.ohsu.edu/cdrc/oscshn/community/nursingl.php.
Retrieved August 26, 2009.

ILLINOIS: LINKING CARE COORDINATORS
TO MEDICAL HOMES

Public/Private
Promising Practice

Illinois, a high density state like California, has a
well-developed medical home effort and is fairly ad-
vanced in terms of medical home/system integration
and care coordination.

System of Care: The Division of Specialized Care
for Children (DSCC) in Illinois provides care coordi-
nation to families with children who meet program
medical eligibility requirements through 13 regional
offices that cover the state. Care coordination is
provided through two-person teams, a professional
(nurse, medical social worker, speech/language
pathologist/audiologist) and a paraprofessional with
social service experience. Each team has a caseload of
families across the range of eligible medical conditions.

Contact with families occurs in many ways,
including home visits, meeting at medical appoint-
ments, phone, and mail/email. Additionally, each
regional office has satellite sites in other communi-
ties where they can meet families and network with
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referral sources and other community resources. The
state plans to transition to an electronic case man-
agement information system (probably an electronic
record) so that care coordinators can be more mobile
and not tied to an office building. This would poten-
tially facilitate connections in the communities with
families and resources.

Through the state’s Medical Home efforts (de-
scribed in the Medical Home Section above at page
15), DSCC has encouraged primary care physicians
to designate an individual in their office as a care co-
ordinator. Those practices that have participated in a
medical home quality improvement team (QIT) have
had additional connection to DSCC care coordinators
in their communities because the DSCC care coordi-
nator has participated in the QIT. Primary care physi-
cians are encouraged to contact DSCC care coordina-
tors to get information about community resources.

Care coordination services are available at no
cost to any family whose child has an eligible medi-
cal condition. This includes helping families and
care providers develop a plan of care, coordinating
services, linking families with other resources and
programs, parent-to-parent support, information pro-
vision, helping families advocate for their child and
making the best use of insurance and other payment
sources. DSCC invests a lot of training in the care
coordinators in the beginning to ensure the provision
of high quality service coordination.

Evaluation: The program is evaluated in several
ways, including a family survey conducted every five
years as part of the Title V Block Grant needs assess-
ment, which includes questions about care coordina-
tion, and through a short returnable postcard sent
to families that have been part of the program for
one year and those that have been in the program
three years. Data from 2007 show very high satisfac-
tion from families: 96% of families who responded
indicated they were satisfied with the services they
were receiving from DSCC; 99% indicated they were
treated well by staff; 97% indicated their calls were
returned in a timely manner; 95% indicated that
DSCC assisted them in finding resources for their

child; 98% indicated that staff listen to them; and
98% indicated they got answers to their questions.

Additionally, through the Home and Community-
based Services waiver program, the training and
technical assistance unit contacts a sample of families
with children in that program to determine satisfac-
tion with services, including care coordination. The
managers also use record reviews and other manage-
ment strategies for performance appraisal annually
as well as asking families about the care coordination
they are receiving when they have contact.

Will it Work in California: The program is
provided through regional offices across the state, a
structure that may work in California and has a high
level of family satisfaction.

Sources in addition to expert interviews: http://
internet.dscc.uic.edu/dsccroot/core_prog.asp. Re-
trieved August 26, 2009.

FLORIDA: COMPREHENSIVE CARE
COORDINATION FOR CYSHCN

Public
Promising Practice

Florida’s well-established Children’s Medical Ser-
vices (CMS) (described in detail above on page 12)
has both nurses and social workers who perform care
coordination activities. Care coordination activities
are provided in 22 CMS area offices around the state.
In addition, as part of CMS’ statewide medical home
initiative, there are physician practices that have CMS
nurses out-posted in the physicians” office. In this
medical home concept, the nurse works with the phy-
sician to identify all the children with special needs
in the physician’s practice, and care coordination
services are provided to all these children regardless
of CMS eligibility.

System of Care: Children’s Medical Services as-
signs a nurse care coordinator to each child enrolled
in the program. Nurse care coordinators work with
families, the child’s physicians and other provid-
ers, and other agencies (such as schools and social
services programs) to ensure that children receive
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needed care that is non-duplicative and comprehen-
sive. If psychosocial issues are identified during the
initial assessment, the child is also assigned a social
worker care coordinator. CMS has care coordinators
who have case loads of children with mixed diagno-
ses, as well as care coordinators whose case loads are
composed of children with specific diagnosis, such as
diabetes. Care coordinators may be state employees or
are employees of contracted agencies.

Standards and Guidelines: In addition, CMS
manages the statewide early intervention program
that contracts for service coordinators who may be
nurses, early interventionists, social workers, or
other licensed professionals. The service coordina-
tors follow the federal IDEA regulations governing
family support planning, service authorization, etc.
Children’s Medical Services has a comprehensive plan
to educate new employees about CMS care coordina-
tion guidelines. Currently CMS is working with two
Florida universities to update the current CMS care
coordination guidelines and develop disease manage-
ment guidelines, an acuity determination matrix, and
training methodologies for these initiatives.

CMS has outlined in the Children’s Medical
Services Care Coordination Guidelines criteria for
medical and psychosocial assessments, care plan
development, the implementation of the care plans,
and the role of the care coordinator with the child’s
assigned primary care physician. Each child enrolled
in CMS receives a comprehensive medical and
psychosocial assessment; a care plan is then devel-
oped based on those assessments. These care plans
are provided to each child’s primary care physician. If
indicated by the assessment a CMS social service
referral is completed. The social worker referral form
is completed by the nurse care coordinator when it
has been determined that the client has needs that
would best be addressed by a social worker. All
assessments, care plans, care coordination tasks and
activities are documented in the CMS electronic care
coordination record.

Financing: This is a publically financed program
through CMS.

Evaluation: Specific care coordination perfor-
mance measures are incorporated in each care coor-
dinator’s performance evaluation and the employee is
evaluated on the performance measures annually by
their care supervisor. CMS contracts with the Insti-
tute for Child Health Policy to conduct annual family
satisfaction surveys that include an evaluation of care
coordination services.

Will it Work in California: Like California,
Florida is a large and diverse state. Florida has a
strong CYSHCN program, of particular interest to the
California Title V CYSHCN program staff. The clear
guidelines and standards of care as well as the annual
evaluation may be helpful in attempting to replicate
this program.

Source: Expert interviews.

RHODE ISLAND: A CARE COORDINATION
MODEL FOR PARENT PEERS

Public/Private
Promising Practice

Although housed in the smallest state in the na-
tion, Rhode Island’s Pediatric Practice Enhancement
Project is a model for all states and has been repli-
cated. The Pediatric Practice Enhancement Project
(PPEP) utilizes parents of CYSHCN within a medical
practice to assist in system navigation, referral for
specialty services and access to community-based re-
sources. The PPEP was implemented in 2004 in eight
pediatric primary care practices, including private
practices, community health centers and hospitals.
The PPEP was expanded to add three specialty sites
to create an integrated service delivery system for
CYSHCN in 2005. During the period 2006-2008, nine
additional sites, including primary care practices,
specialty practices, and urban health centers provided
partial funding to participate in the project.

System of Care: The key innovation of the proj-
ect is the parent peer model and its ability to affect
the lives of individual families, healthcare delivery
providers and an integrated system of care. The par-
ent peer model is quite different from professional
case management. The PPEP model has similarities
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to the “patient navigator” role for chronic conditions
and to the community health worker role in low-
income/immigrant groups, in that parent consultants
provide a peer/consumer approach to managing ser-
vices and supports.

From its inception, the PEPP has been a partner-
ship that included the Rhode Island Department of
Health, Department of Human Services, Rhode Island
American Academy of Pediatrics (RI AAP), Neighbor-
hood Health Plan of RI (NHPRI) (the state’s largest
Medicaid Managed Care Insurer), Family Voices and
the Rhode Island Parent Information Network.

Financing: The PPEP was initially funded pri-
marily by the Rhode Island Department of Health
through a three-year grant from the New Freedom
Initiative, which ran from May 2006 to April 2009.
Other funding sources included the Title V Block
Grant, State Medicaid Agency, and a grant from NH-
PRI, and participating sites. At the completion of the
grant funding cycle, all participating sites have agreed
to continue to fund the project to varying degrees to
suit their individual site needs. True sustainability of
the model requires RI health plans to differentially
recognize and fund enhanced medical home prac-
tices without credentialing and other constraints that
exclude the PPEP. The Rhode Island Department of
Health has had the most success working with NHPRI
to implement utilization reviews and cost analysis
that have resulted in positive outcomes in support of
the project. The PPEP has a program manager, data
manager, and 24 parent partners who were hired,
trained and supervised through the Rhode Island
Department of Health’s subcontractor, the Rhode
Island Parent Information Network. The PPEP annual
operating budget is approximately $835,000, consist-
ing primarily of the salaries of the parent partners.

Evaluation: The Department of Health has
studied and documented the effects of parent part-
ners on policy, service delivery, and consumer
education, including cost savings due to a decrease in
overall health care costs. In addition, the PPEP has
been measured at the individual, practice and systems
level. At the individual level, the PPEP was respon-
sible for many improvements in public programs,

health plan benefits, and provider practices. The most
important achievement was that CYSHCN received
more effective, complete and appropriate referrals,
evaluations and interventions. Through addressing
family’s concerns in education, behavioral health,
specialty services, health insurance, parenting,
childcare, basic needs and equipment, the PPEP has
resolved 75% of the problems identified. During
September 2006, the Department of Health worked
with NHPRI to evaluate PPEP outcome data from the
participating PPEP practices.

NHPRI conducted a utilization review to compare
the healthcare costs for 70 CYSHCN a year before
and a year after incorporating the PPEP. The utiliza-
tion analysis showed a decrease in overall health care
costs, specifically a decrease in institutional level care
and an increase in community-based services. In
early 2009, a cost-benefit comparative analysis was
conducted to evaluate healthcare utilization and costs
between PPEP and non-PPEP CYSHCN. Outcome data
resulting from program enrollment showed that for
PPEP participants: (1) the average number of health
care encounters per CYSHCN was 21% higher, (2) the
average inpatient utilization was 38% lower, and (3)
the annual healthcare costs were 15% lower.

Will it Work in California: The program has a
strong evaluation component, is a public-private
partnership and has sustainable funding. It could be
replicated initially as a county-based pilot with plans
to go statewide.

Sources in addition to expert interviews: http://
www.health.ri.gov/family/specialneeds/ppep.php.
Retrieved August 24, 2009 and submission to AM-
CHP’s Best Practices program.

OHIO: HOSPITAL-BASED CARE
COORDINATION

Public
Emerging Practice

The Ohio Department of Health’s care coordi-
nation program, operated through the Bureau for
Children with Medical Handicaps (BCMH), the state
CYSHCN program, uses hospital-based team service
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care coordination offered at tertiary care centers
within the six metro areas of Ohio.

BCMH offers service coordination in the fol-
lowing areas: medical home, technology dependent
conditions and palliative care. Service coordination is
provided for the following conditions: myelodysplasia,
craniofacial, hemophilia and clotting disorders, cystic
fibrosis, oncology, and cerebral palsy. Additional
requirements to be eligible for service coordination
include age (birth to 21) and residency (resident of
the State of Ohio). Services authorized by BCMH
include the service coordinator and the BCMH public
health nurse.

Hospital-Based Team Service coordination is a
team approach with the service coordinator, client
and family, and the BCMH public health nurse. The
service coordinator is able to assist the client and
family to navigate the child’s care within the health
care systems (which is often complex and involves
multiple providers) which also includes assisting with
enrollment of BCMH diagnostic and treatment pro-
grams. BCMH public health nurses also assist the cli-
ents and families in rural areas. A team-based service
coordinator from the specialty team will work with
the child and family when the child visits the team.
The team service coordinator will communicate with
the public health nurse (PHN) in the child’s local
community. These service coordinators will work
together with the family to follow the child’s progress
and help the child receive necessary team and com-
munity services.

The service coordinator completes a comprehen-
sive service plan in conjunction with the client/fam-
ily and the public health nurse. This plan is able to be
used as a tool to identify and prioritize needs, identifi-
cation of available resources to meet needs, identifica-
tion of barriers, identification of reasonable, attain-
able, and measurable goals (short and long-term). The
plan can be utilized as a compact medical record to
assist in hospital admission databases if admitted.

Funding: Service coordinators are able to bill
for comprehensive service planning up to two times

a year when the plans are submitted. Public health
nurses can bill for their service in 15 minute units.

Evaluation: The program uses six outcome stan-
dards to measure effectiveness and uses a bi-annual
family survey to measure family satisfaction.

Will it Work in California: This program utilizes
children’s hospitals and other tertiary care centers
in large metropolitan areas to deliver services across
the state.

Source: Expert interviews.

NEW HAMPSHIRE PARTNERS IN HEALTH
PROGRAM: PROVIDING FAMILY SUPPORT
SERVICES

Public/Private
Emerging Practice

In New Hampshire, like California, CYSHCN
operates outside of the public health agency. While
New Hampshire is unlike California in terms of size
and diversity of the population, this program has a
unique funding source and focus, is a public-private
partnership and has been sustainable.

System of Care: The Partners in Health Program
complements the New Hampshire Department of
Health and Human Services medical care coordina-
tion program by providing supports for families of
CYSHCN for services not typically covered through
care coordination and other state-funded programs.
Partners in Health works to help families advocate,
access resources, navigate systems and build capacity
to manage their child’s chronic health condition. The
program primarily supports services that are tradi-
tionally difficult to fund but that are necessary for the
overall health and well-being of the family, such as
respite care, support for auto repairs so that a family
can go to medical appointments, and even recreation
support for siblings of CYSHCN.

There are 13 contracted community-based sites
across the state, covering the whole state. Family
support coordinators at each site work with families
to find and access services and resources, arrange
for special needs during hospitalization and after
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discharge, help with school planning, and provide
recreational and respite opportunities. Many of the
family support coordinators are parents of CYSHCN.
Each site has a Family Council that plans interven-
tions and programs.

To be eligible for the program children must have
a chronic medical condition that impacts daily life
and is certified by a medical provider. The program
does not cover children who have a developmental
disability as the primary diagnosis because there are
other programs that provide care coordination and
case management services for that population.

Financing: The program is administered by the
Children with Special Health Care Needs program
of the New Hampshire Department of Health and
Human Services, which is located in the Division of
Community-based Care Services, and thus organiza-
tionally sits outside of the Title V Program. A unique
feature of this program is that it is funded through
the Social Services Block Grant with other funds
from Medicaid targeted case management.

The Partners in Health program has been operat-
ing for approximately 15 years. It began through a pi-
lot program funded through the Robert Wood John-
son Foundation through a grant to the Hood Center
at Dartmouth University. The program was very well
received and expanded quickly. As the grant funding
was ending the program approached the state to as-
sist with sustainability. The state was able to leverage
the Social Services Block Grant, which has proven
to be a flexible source of funding, and use Medicaid
case management billing to support the program. The
program was administered by the Hood Center but
recently moved into the health department because
it can administer the program at a significant cost
savings. The program is contracted out to 13 com-
munity-based sites across the state. The budget for
the program includes approximately $750,000 from
the Social Services Block Grant and approximately
$509,000 in Medicaid billing, which includes the
state match.

Evaluation: Partners in Health has an annual
family satisfaction survey that has had consistently

high results. Families overwhelmingly report finding
value in the services provided and report that they
would refer other families to the program.

Will it Work in California: The CYSHCN pro-
gram is located organizationally outside of the Title V
program in the Division of Community-based Direct
Services along with mental health and developmental
disabilities. The program is a partnership between an
academic site, the health department and commu-
nities. The program has been sustainable using the
Social Services Block Grant and Medicaid targeted
case management.

Sources in addition to expert interviews: http://
nhpih.dartmouth.edu. Retrieved August 24, 2009.

(Note: This program also has relevance for the Respite
Care section.)

Additional Care Coordination Sources

Antonelli, R., McAllister, J., Popp, J. Making Care
Coordination a Critical Component of the Pediatric
Health System: A Multidisciplinary Framework Com-
monwealth Fund Report. Vol 10;21 May 2009.

Pediatrics 2005;116: 1238-1244; Care Coordina-
tion in the Medical Home: Integrating Health and
Related Systems of Care for Children With Special
Health Care Needs.

Kay Johnson and Jill Rosenthal. Improving care
Coordination, Case Management, and Linkages to
Services for Young Children: Opportunities for States.
Commonwealth Fund. April 22, 2009, Volume 107.
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