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T

he system of services and supports available to Medicaid
beneficiaries with intellectual and developmental
disabilities (I/DD) seems caught between the past and future.
The old system of institutionally based care is rapidly being
replaced by home- and community-based alternatives. At the
same time, constraints and burdensome regulations limit the
availability of supported housing for the I/DD population.
Similarly, the old medical model of care is giving way to
person-centered life plans reflecting the goals and strengths
of people with I/DD. But, in a system still dominated by feefor-service providers, there is no mechanism to coordinate
and implement those plans.
New models of service delivery are needed within Medicaid
to advance more integrated systems that deliver better value
to beneficiaries. This brief from the Center for Health Care
Strategies (CHCS) offers state Medicaid leaders a set of
principles to guide innovative service delivery models,
including recommended core structural elements. Examples
of innovations provide guidance to states seeking new ways
to support people with I/DD and their families. This brief
draws from a CHCS small group consultation (see page 4 for
a list of participants) in spring 2012 that convened state
officials, providers, and consultants to identify opportunities
for advancing integrated care for people with I/DD.

Current Systems of Service Delivery
The approximately 4.5 million people in the United States
with I/DD have complex service needs that are met by a
1, 2,3,4
broad array of providers and settings.
Prompted by
litigation, the Olmstead decision, and the Americans with
Disabilities Act, the service delivery system for people with
I/DD has shifted in recent years to a home- and community5, 6
based services model. By 2006, 78 percent of long-term
services and supports funding for persons with I/DD was
7
spent on community-based services. While this shift
represents a much-needed move toward
deinstitutionalization, the subsequent proliferation of
providers and programs has created challenges in terms of
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IN BRIEF
The approximately 4.5 million people in the United
States with intellectual and developmental disabilities
(I/DD) have complex service needs that are met by a
broad array of providers and settings. As the nation’s
long-term services and supports system shifts from
institutionally-based care to home- and communitybased alternatives and person-centered planning
becomes increasingly important, services for individuals
with I/DD need to be tailored accordingly. New models
of service delivery need to focus on more integrated
systems that deliver better value to these high-need
beneficiaries.
This brief offers a set of principles to guide innovative
service delivery models, including recommended core
structural elements. Examples of innovations provide
guidance to states seeking new ways to support people
with I/DD and their families.

access to services, care coordination, quality oversight, and
cost control.
Publicly-financed programs pay for many I/DD services.
Medicaid provides the largest source of public funds, paying
for 78 percent of I/DD services in 2005; an additional 14
percent came from state sources with the remaining eight
percent from other federal sources such as Supplemental
Security Income payments and the Social Services Block
8
Grant. The vast majority of those funds are spent on a feefor-service basis.
In the last 30 years states have moved about two-thirds of
their Medicaid enrollees into managed care programs;
however, this shift has generally not included people with
disabilities because of their more complex needs, concerns
about the adequacy of provider networks, and the
9
inexperience of health plans in serving this population.
Now though, states appear more willing to move populations
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with complex needs, including the elderly and disabled, into
10
managed care programs.



Integration. Systems of service delivery must be
integrated and coordinated to align programs and
sources of funding.

Although Medicaid provides the majority of funds for I/DD
services, Medicare is also a significant contributor.
Approximately 20 to 30 percent of people with I/DD are
11,12, 13
dually eligible for Medicare and Medicaid.
The lack of
alignment in the services and funding provided by Medicare
and Medicaid makes coordinating service delivery even more
difficult for this group. As a result there is considerable policy
interest in integrating Medicare- and Medicaid-covered
services for dually-eligible people with I/DD.



Value. Systems must demonstrate their value to
consumers as well as purchasers of services.
Comprehensive data collection and quality
measurement are vital components of service
delivery systems to help make the case for value.

States and the federal government, as the administrators of
Medicaid and Medicare, are under pressure to address welldocumented challenges in the current service delivery
system. These include:
• Waiting lists for services;
• Limited access to quality care and services;
• Inadequate management of health conditions;
• Poor health outcomes; and
14,15,16
• Misaligned expenditures.
In addition, state and federal budget pressures compel
policymakers to design more innovative and cost-effective
systems of care for people with I/DD.

Guiding Principles for I/DD Service Improvements
Innovations in service delivery for people with I/DD should
ideally be structured within a set of guiding principles that
are consistent with national efforts, including the
Developmental Disabilities Assistance and Bill of Rights
17
18
Act and the American with Disabilities Act of 1990. To
ensure high quality and person-centeredness, systems of
service delivery must provide:


Access. People with I/DD and their families must
have access to the services and supports they need.
Improvements must be made to better allocate
resources and reduce waiting lists for services.



Choice. People with I/DD and their families must
have the ability to make decisions about their lives
including where they live and who provides services
to them.



Outcomes. System structures should support people
with I/DD and their families in achieving the
outcomes they desire, including independence,
fulfilling relationships, meaningful work, dignity,
and well-being.

Core Elements of New Service Delivery Models
Developing a shared vision for a new I/DD service model
that adheres to the above guiding principles and responds to
all key stakeholders will require significant effort. New
models of service delivery should address the following core
structural elements:
1. Coordinated array of services and supports:
Integrating primary and acute medical care needs,
behavioral health needs, and long-term services and
supports, e.g., habilitation.
2. Stakeholder engagement: Incorporating the input of
stakeholders in designing and managing these new
models.
3. Support networks: Acknowledging individuals’
support networks and incorporating those networks
into life planning and resource allocation decisions.
Models should adapt to changes in support networks
over time, especially given the concern about aging
caregivers as people with I/DD live longer.
4. Existing provider infrastructure: Incorporating a
network design that includes critical providers, so
that longstanding relationships between individuals
with I/DD and their providers are not disrupted.
5. Financial alignment: Integrating available funding
streams (Medicaid, Medicare, and state-funded
services) and realigning incentives for improved
quality. Savings generated should be reinvested to
expand provider access and decrease waiting lists.
6. Risk assessment and resource allocation:
Incorporating a standardized, comprehensive risk
assessment for all individuals. Information from the
assessment should be used to develop personcentered life plans that reflect the goals and
strengths of people with I/DD and their circles of
support. Periodic reassessments should guide – and
adjust as necessary – resource allocation and the
ratio of care managers to enrollees.
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7. Performance measurement: Including measures of
access, care coordination/transitions, member
satisfaction, quality of life, and other key outcomes
across a range of services and supports. To the extent
permitted by federal regulations, performance data
19
should be made available to the public.
8. IT infrastructure: Using information technology to
collect real-time data on risk assessments, service
needs, and service utilization, and sharing it with
providers and care managers as well as individuals
with I/DD and their representatives. Information
technology systems should also be capable of
collecting data needed for performance
measurement.
9. Reimbursement rates: Structuring reimbursement
rates to encourage providers to serve more people
with I/DD and spend adequate time to address often
complex needs. Systems should transition away from
fee-for-service payments toward payments based on
episodes of care, risk-based arrangements, or pay-forperformance models. In addition, the capitation rate
for long-term services and supports should be
adequate to ensure access to the appropriate amount,
duration, and scope of services.
10. Life-long planning. Acknowledging the life-long
needs of persons with I/DD. Programs must provide
stable and coordinated transitions from school to
employment and facilitate movement to
independent living arrangements. Models must
address the changing needs for services as both
people with I/DD and their caregivers age, including
meeting the urgent need for residential services
when caregivers become incapacitated.

New Models of Service Delivery
States and the federal government are thinking creatively
about new models of service delivery for people with I/DD.
Several innovative models that begin to incorporate the
guiding principles and core elements detailed earlier include:
Medical and Health Homes
Patient-centered medical homes (PCMH) provide
coordinated/integrated care through an ongoing relationship
with a personal physician who encourages communication
and uses information technology to improve patient access
20
and outcomes. States could contract with PCMHs to
manage primary and acute care and behavioral health
services and integrate that care with long-term services and
supports from traditional I/DD providers. Through this

model, individuals with I/DD would be paired with a
federally-qualified health center or other primary care
practice that is certified as a PCMH and has an
interdisciplinary team with experience in serving individuals
with I/DD. The PCMH would be paid a monthly care
management fee in addition to standard fee-for-service
reimbursement.
New Jersey is preparing to implement such a model. The
Department of Human Services, which includes both the
Division of Developmental Disabilities and the state’s
Medicaid program, is working with four Medicaid managed
care plans to develop pilot programs that will help Medicaid
providers become PCMHs. Some of these providers will focus
on serving people with I/DD. For example, the Arc
Monmouth has provided both physical and behavioral health
services in addition to long-term services and supports for
over 20 years and will seek recognition from NCQA as a
PCMH. Amerigroup New Jersey, one of the state’s Medicaid
managed care plans, will work with the Arc Monmouth to
cover the costs of becoming a PCMH and track quality and
21
outcomes data.
Under the Patient Protection and Affordable Care Act
(ACA), health homes were created to expand on the
medical home model by including community and social
supports and enhancing integration of physical and
behavioral health care to meet the needs of individuals with
22
multiple chronic conditions. Health homes provide services
including comprehensive care management; care
coordination and health promotion; comprehensive
transitional care; individual and family support; referral to
community and social support services; and the use of health
information technology to link services. Health home
providers represent a broader group than medical home
providers and may include rural health clinics, community
health or mental health centers, or other entities that would
23
serve eligible people with I/DD.
Rhode Island has developed a health home state plan
amendment for children with special health care needs.
CEDARR Family Centers currently provide services
including Comprehensive Evaluation, Diagnosis,
Assessment, Referral, and Re-evaluation to a population of
approximately 3,000 children and youth with special health
care needs, including an estimated 30 percent who have
I/DD. The four CEDARR centers already integrate services
provided through the Medicaid managed care and fee-forservice systems as well as Rhode Island’s local educational
agencies and its child welfare system. They also oversee
services provided though Rhode Island’s home- and
community-based waivers. As the CEDARR centers
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transition to the health home model they will screen
children for other conditions including obesity and
depression; engage physicians in care planning and outcomes
reporting; and enhance information sharing with Medicaid
24
managed care plans.
Specialty Organizations/ACOs
In another model, states are contracting with specialized
organizations such as accountable care organizations (ACOs)
that will manage primary/acute care and behavioral health
care services as well as traditional I/DD services. Under an
ACO model, individuals with I/DD would be enrolled in a
qualifying health system that includes providers with
expertise serving persons with I/DD. Payment approaches for
ACOs can be either fee-for-service with shared savings,
partially capitated, or fully capitated.

In Wisconsin, the Family Care waiver uses Aging and
Disability Resource Centers (ADRC) as the single point of
access to a managed long-term services and supports system
for people with physical disabilities, people with I/DD, and
27
the frail elderly. Flexible and coordinated services are
provided through managed care organizations and individuals
have a say in the services they receive. This program
component entitled “Include, Respect, I Self Direct” (IRIS)
uses a tool, the Long-Term Care Functional Screen, that is
administered by ADRC staff to determine service needs and
calculate the amount of money available for services.

New York State is developing entities called Developmental
Disabilities Individual Support and Care Coordination
Organizations (DISCOs). These nonprofit organizations will
function as fiscal intermediaries and provide individualized
supports and services in addition to care coordination to
people with I/DD. DISCOs will provide supports and services
25
directly or through sub-contracts with other providers.

Advocates criticized the use of the functional screen within
managed care in Wisconsin because, in a small number of
cases, individuals were eligible for a higher number of service
hours than calculated by the screening tool. However, an
independent review of the program found a high level of
consistency between the results of the functional screen
assessments and the functional eligibility criteria described in
28
Wisconsin’s administrative code Use of the IRIS program
has, in the vast majority of cases, given participants more
choices, control, and freedom to design service plans that
meet their needs, and the Department of Human services is
working to fine-tune the assessment system.

Managed Care Entities

Conclusion

Traditional medically oriented managed care models have
not been considered adequate to meet the broad needs of
people with I/DD. However, Arizona, Michigan, and
Wisconsin have included people with I/DD in their managed
long-term services and supports programs. An evaluation of
these programs found that they improved access to long-term
services and supports, improved coordination of care, and
26
enhanced beneficiaries’ choice of providers.

As envisioned, these models represent a major departure
from current delivery systems for people with I/DD. Each
model has the potential to improve quality, resource
allocation, integration of services, and cost-effectiveness.
New models of service delivery should embrace the guiding
principles and core elements described herein to move from
outdated delivery systems care to more cost-effective delivery
models focused on ensuring better access to person-centered,
coordinated services and supports.
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Systems of Care Innovations for Individuals with Intellectual and Developmental Disabilities Series
This report is part of CHCS’ Innovations in Systems of Care for Individuals with Intellectual and Developmental Disabilities series,
which was developed to help state and other policymakers identify and implement systems of care that improve outcomes for
individuals with intellectual and developmental disabilities, their families, and communities. The publications, supported by
Schaller Anderson, an Aetna company, provide policy and technical resources to guide program identification and
implementation. Other titles in this series, available at www.chcs.org, include:


Systems of Care for Individuals with Intellectual and Developmental Disabilities: A Survey of States – Brief describes
the results of a national survey of states regarding current delivery systems and planned innovations.



Trends and Challenges in Publicly-Financed Care for Individuals with Intellectual and Developmental Disabilities –
Resource paper summarizes important trends and challenges facing the publicly-funded service delivery system for
people with I/DD.
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The Center for Health Care Strategies (CHCS) is a nonprofit health policy resource center dedicated to improving health care
access and quality for low-income Americans. CHCS works with state and federal agencies, health plans, providers, and consumer
groups to develop innovative programs that better serve people with complex and high-cost health care needs. For more
information, visit www.chcs.org.
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