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Medicaid is the
primary source of
funds for services
for people with
autism and other
intellectual or
developmental
disabilities (IDD).

Introduction

According to the Developmental Disabilities Act of 2000, a
developmental disability is defined as a severe or chronic
disability of an individual that is attributed to a mental or
physical impairment that manifested before the individual
is 22 years old and is likely to continue indefinitely.

That disability is such that it results in substantial functional limitations
in three or more major life activities such as self-care, receptive or
expressive language, learning, mobility, self-direction, the capacity
of independent living, or economic self-sufficiency. (Public law 106-
402) The Revised Code of Washington 71A.10.020(5) specified that
a developmental disability is “a disability attributable to intellectual
disability, cerebral palsy, epilepsy, autism, or another neurological or
other condition of an individual found by the secretary to be closely
related to an intellectual disability or to require treatment similar to
that required for individuals with intellectual disabilities.”

Medicaid is the primary source of funds for services for people
with autism and other intellectual or developmental disabilities
(IDD). Through Medicaid waivers, people with autism and IDD may
receive home and community-based services (HCBS) or other
long-term support services (LTSS). States have broad flexibility
in how developmental disabilities services are organized within
state governments to best comport with each state's context
and administrative functions. States also have some flexibility in
determining eligibility fordevelopmentaldisability services. However,
all Medicaid home and community-based services reimbursement
is predicated on individuals at risk of institutionalization without such
services.




Introduction

Main approaches in determining eligibility
for developmental disability services

Categorical
Approach

Lists the category of intellectual or
developmental disorders that may qualify
an individual to receive services.

Often increases eligibility

May exclude people diagnosed with
autism spectrum disorder (ASD) due
to the lack of specificity

Functional Skills
Approach

Determines eligibility based on an
individual's adaptive skills, such as self-
care or the ability to perform daily tasks
(Hall-Lande et al., 2011).

It is worth noting that several states use a combination of the two approaches, which may focus on
individuals with higher support needs and inadvertently exclude many individuals with low to moderate

support needs.

Additionally, broad flexibility in implementing HCBS waivers allows for variations in the services offered
between states (Freidman, 2017b). Flexibility may allow states to be responsive to the unique character
of need for their various populations. Another key difference between states is the level of community
integration of services for people with higher support needs. It has been aspirational that people with IDD
live full, integrated lives in the community; however, states have different degrees of success in achieving
integration. This review aims to analyze the implementation and expenditures of Medicaid HCBS in Arizona,
Colorado, Connecticut, New Jersey, and Texas to identify promising trends to promote accessibility to
services, particularly for adults with moderate to severe support needs.



Methodology

Five stateswere chosenforthediversity of waiverimplementationand regionalrepresentation
in the country. Similar eligibility criteria for services in the corresponding developmental
disabilities agencies were also considered.

This study utilized reports from the Residential

. Information Service Project (RISP), which is
Arizona

Maintains an 1115 HCBS waiver and the
research and demonstration waiver, which
allows the state to tailor service options to the
population’'s needs.

Colorado

Medicaid state plan focuses on home health
while maintaining waivers under 1915(c) waiver
authority.

Connecticut

HCBS state plans services include home
health, community first choice, and waivers
under 1915(i) waiver authority. The state
also maintains waivers under 1915(c) waiver
authority.

New Jersey
State plan includes home health and personal
care under Section 1115 waiver authority.

Texas

State plan includes home health and personal
care, 1915() with community first choice,
implemented in 2015. Texas also maintains
waivers under the 1915(c) and Section 1115
waiver authorities.

part of a long-standing effort to report data on
individuals with intellectual or developmental
disabilities. Each state Department of
Developmental Disabilities (DDD) agency
receives a survey annually. In the survey,
heads of DD agencies aggregate data on
characteristics such as age, gender, race, type
of disability, living arrangements, and Medicaid
expenditure of individuals receiving services in
the state. The data from RISP is then compiled
annually and published. This study also utilized
state-level data of individuals with intellectual
or developmental disabilities reported through
the State of the States Intellectual and
Developmental Disabilities project run by the
University of Kansas. Another data source was
the Kaiser Family Foundation (KFF) data on
HCBS waiver spending, waitlists, and screening
eligibility. Another data set utilized in this study is
the 2020 Early and Periodic Screening, Diagnostic
and Treatment (EPSDT) data set compiled by the
Centers for Medicare and Medicaid Services
(CMS). States are required to report EPSDT data
to CMS. The data includes the total number of
children eligible for initial or periodic screenings
in the state, the total who received screenings
and the type of screenings received.

The data set from the various sources describes state eligibility for services, priority in IDD spending
across the states, and types of services available. The data describes the cost of waivers across
different types of services, the number of people on any waitlist, and how waitlists are processed in the
states. Other resources in this study are case law, bills, state statutes, policies, and state Medicaid and
Olmstead implementation plans. State departments of developmental services were also contacted for
supplemental information on waitlists and information on services offered.

Given that a direct state comparison would be difficult due to the variations in implementing HCBS waivers,
terminology for services offered is based on definitions provided by Tanis et al. (2022) from the State of
the States IDD project run by the University of Kansas. Additionally, promising trends were identified by
highlighting trends in state implementation of HCBS waivers that improve access to services for people
with IDD. This study focuses on three trends. The first trend is the patterns of spending in each state. After
analyzing spending patterns, this paper will identify areas where states can divert funds to improve the
integration of people with IDD. The second trend is states’ handling of waitlists and creating the order of
priorities for waitlists. The third trend focuses on eligibility screening for those on waiver waitlists.



From 1977 to
2007, the total
number of people
diagnosed with
IDD increased by
almost 78%.

(Anderson et al., 2019)

Background

Academic and professional literature contains a range
of prevalence rates for intellectual and developmental
disabilities in the general population, and estimated rates
are higher for children than adults. The prevalence of autism
spectrum disorder (ASD), and intellectual or developmental
disabilities (IDD) has increased.

Academic and professional literature contains a range of prevalence
rates for intellectual and developmental disabilities in the general
population, and estimated rates are higher for children than adults.
The prevalence of autism spectrum disorder (ASD), and intellectual
or developmental disabilities (IDD) has increased. From 1977 to 2007,
the total number of people
diagnosed with IDD increased
by almost 78% (Anderson et
al, 2019). Larson et al. (2022)
estimated about 79 million
people with intellectual or
developmental disabilities
in the US. in 2019. Of the 7.9
million, 5.26 million were under
the age of 21, and about 21
million were over the age of 21.

Only 19% of people
with IDD were

known to or received
services from their
corresponding state
IDD agencies in 2019.

(Larson et al., 2022)

People with IDD often experience challenges with the demands
of living, working, socializing, and learning independently in the
community. These challenges can be mitigated by providing support
services such as assistance with daily activities or targeted supports
that address the functional limitations the individual experiences
(Thompson et al,, 2016). However, most people with IDD experience
difficulties getting services (Braddock, 2007).

Adults with IDD and other disabilities were likelier to report being
in poor health than adults without a disability (Havercamp & Scott,
2015). Part of this is due to limited access to care and transportation



Background

Adults with IDD and other disabilities were likelier to report
being in poor health than adults without a disability.

(Havercamp & Scott, 2015)
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(Doherty et al., 2020)

difficulties (Fortney & Tasse, 2021). Other barriers to accessing health care and services include inadequate
provider training, knowledge, and awareness; communication problems; patient loss of agency; patient
fear, stress, and embarrassment; and insufficient time (Doherty et al., 2020).

Historically, services for people with IDD were primarily rooted in the institutional model of care (Braddock,
2007). The institutional model limited the rights and opportunities of people with IDD and segregated
them. In the 1960s, advocates began to champion the development of a “least restrictive environment/
application” (LRE/LRA) policy for children with disabilities (Taylor, 2004). The LRE principle refers to a
continuum of services from the least to the most restrictive. In early addressing of right to education, Mills
v. Board of Education (1972) and Pennsylvania Association for Retarded Children (PARC) v. Commonwealth
of Pennsylvania (1972), federal courts supported the right of children with disabilities to placement in the
least restrictive environment.

Similarly, federal courts began to rule that institutionalized persons had a right to treatment or habilitation
in the least restrictive environment. For example, in Wyatt v. Stickney (1972), the Court ruled that the
residents of Alabama'’s Partlow institution had a constitutional right to the “least restrictive circumstances
necessary to achieve the purposes of habilitation.” Following the court rulings, Congress passed the
Education for All Handicapped Children Act of 1975 and the Developmentally Disabled Assistance and
Bill of Rights Act of 1975. The language in both bills expressly required the least restrictive environments
for people with disabilities when receiving support or services. The only exceptions in the bills were when
the severity of the mental or physical handicap was such that education, services, or aides could not
be achieved satisfactorily. The Supreme Court solidified this in Pennhurst State School and Hospital v.
Halderman (1981). In that case, the Court held that services for people with developmental disabilities
must be provided in the least restrictive settings to respect the person’s liberty.

Following the spread of LRE principles, there was a wave of deinstitutionalization of people with
developmental disabilities (Braddock et al., 2017; Kubo, 2001). Community integration, person-centered
service planning, and support were prioritized and implemented. The institutionalization of people began
todeclineasearly as 1967 (Braddock, 2007; Braddock et al., 2017; Trent, 1994). To replace institutionalization,



Background

Medicaid's Home and Community-Based Services (HCBS) waiver became the primary way people who
would otherwise have been institutionalized received care.

The Medicaid program is a joint federal-state partnership enacted by Congress in 1965 to provide medical
assistance to eligible needy persons (Kubo, 2001). In 1981, Congressional concerns over rising Medicaid
costs enacted the Medicaid HCBS waiver, also known as Section 1915(c) of the Social Security Act Waiver.
The HCBS waiver was intended to provide long-term services to qualifying individuals in less expensive
settings, such as in their homes or communities, rather than institutions (Friedman, 2017a; Friedman,
2020; Kubo, 2001). Medicaid is the single largest payer for support for people with IDD (Barth et al.,, 2020;
Freidman, 2020). Additionally, funding for HCBS waivers for long-term support services far exceeds the
institutional funding.

HCBS waivers allowed states to "waive" some of the main provisions of the Social Security Act: statewide-
ness, comparability, and income and resource rules (Friedman, 2017a; Friedman, 2020). As such, states
can develop customized programs tailored to underserved populations typically requiring institutional-
based care, such as people with IDD. States are given the flexibility to determine how waivers would be
implemented, which groups of people would be served, what services would be available, participant
direction, provider qualifications, health and welfare strategies, and delivery systems (Friedman, 2020).
Within guidelines established by Health Care Financing Administration—which approves state budgets
for HCBS waivers—states may elect to provide a broad array of services, such as case management,
homemaker/home health aide services, and personal care services (Kubo, 2001).

Larson et al, (2022) estimated that about 1.4 million people in the US. received at least one long-term
support service; 219,532 people with IDD used Medicaid HCBS funding. The estimated expenditures
totaled $38.71 billion (Friedman, 2017b; Larson et al., 2022). HCBS for people with IDD includes an array
of services, including personal assistance, assistive technology, transportation, and other resources and
strategies to support them in gaining and maintaining skills to improve their opportunities for community
engagement, employment, and developing relationships in the community (Friedman & Spassiani,
2017). Within HCBS, high-cost users are likely to use round-the-clock supports; for example, in-home
habilitation support and 24-hour care provided in residential settings. They may also use day services like
day habilitation or prevocational services (Peebles et al., 2018).



Medicaid: EPSDT &
Waiver Authorities

Nearly every state maintains at least one Medicaid HCBS waiver authority to support HCBS
services specifically for people with IDD. As of 2017, 47 states covered Intermediate Care
Facilities for Individuals with Intellectual Disabilities (ICF-11D) under Medicaid. Seventeen states
no longer maintain large, state-operated ICF-1IDs (Larson et al., 2022; Pebbles et al., 2017).

Some services, like home health care, must be covered by all states, while others, like personal care
services, are optional. Twenty-five states currently cover personal services, which must be made available
to all eligible beneficiaries based on medical necessity. However, states can determine the levels of
benefits, scope, and duration based on their HCBS user population and available resources (Ng et al.,, 2016).

There are five types of HCBS waiver authorities. The first is the 1915(c) HCBS waiver services. Qualification
is restricted to people who meet institutional level of care criteria. Unlike state plan services, they allow
states to cap the number of HCBS participants. People with IDD may qualify for long-term support services
under this waiver. States may also use section 1115 demonstration waivers to provide HCBS to some or
all their eligible HCBS users or to provide a combination of the state plan and waiver options (MACPAC,
2014). Some states, such as Arizona, Rhode Island, and Vermont, cover all their HCBS through 1115 waivers.
Eight states provide Medicaid 1915(i) state plan services. Eight states provide Medicaid 1915(k) state plan
personal care and related services, known as Community First Choice services. Nine states offer IDD HCBS
services as part of a Medicaid Section 1115 demonstration waiver, and four states use 1915 managed care
waivers. Forty-five states use non-Medicaid, state-only funding.

One notable aspect of Medicaid is the provision of Early and Periodic Screening, Diagnostic, and Treatment
(EPSDT) benefit for all children under 21 who qualify for Medicaid. EPSDT benefits enable children to
receive age-appropriate services, screening, and treatments to identify their needs and begin intervention.
According to CMS (2016), in 2014, over 40 million children in the country were eligible for EPSDT. However,
under 60% of those eligible for at least one initial or periodic screening received one. Additionally, since
1067 when EPSDT was implemented, multiple states have folded EPSDT autism services into state plan
services and have removed services for children and adults with autism from all 1915(c) waivers. Despite

Early and Periodic Screening,
Diagnostic, and Treatment (EPSDT)

I Total individuals eligible

I Total eligible who should receive
at least one initial or periodic screening

I Total Eligible who received
at least one initial or periodic screening

3,682,070

3,173,120

1,979,270
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Medicaid: EPSDT & Waiver Authorities

folding EPSDT into state plans, states must report data about their EPSDT data to the Centers for Medicaid
and Medicare Services. The CMS 2020 EPSDT participation data 2020 shows that total eligibility differs
among the five states. See the figure below. In Arizona, about 647% of those eligible for screening received
at least one initial or periodic screening. In Texas, about 62% of those eligible received at least one.
Colorado had the lowest participation, with about 45% eligible for screening.

Waiver Authorities

1915(c)

Purpose

Provides Home and Community-Based (HCBS)
Services to individuals meeting income, resource,
and medical (and associated) criteria that would
otherwise be eligible to reside in an institution.

Provider Agreement
Required between providers and the Single State
Medicaid Agency (SSMA).

Delegation is allowed to a provider agency under
the Organized Health Care Delivery System or
Provider of Financial Management Services.

Requires written specification of delegated activity.

Eligibility

Must meet institutional level of care.

This may include the special income group of
individuals with income up to 300% of SSI.

Special education and related services provided,
and vocational services provided under the Rehab
Act of 1973.

Services Available
- Case management
Home/health aide/personal care services
Employment and day services
Habilitation services
Respite care
Day treatment/partial hospitalization

Limits on the number of people served
Allowed

Waitlist

Allowed subject to Olmstead rule

1915(i)

State Plan & Community-Based Services

Purpose

Provides HCBS for individuals who require less than
an institutional level of care and would therefore not
be eligible for HCBS under 1915(c). May also provide
services to individuals who meet the institutional
level of care. The state must set the medical
eligibility for the target population described in the
application. The state may have as many 1915(i)
programs as it desires.

Provider Agreement
Required between providers and the SSMA.

Delegation is allowed to a provider agency under
the Organized Health Care Delivery System or
Provider of Financial Management Services.

Requires written specification of delegated activity.

Eligibility
Allindividuals eligible for Medicaid under the State
plan up to 150% of the Federal Poverty Level.

It may include a special income group with up
to 300% SSI. Individuals must be eligible for
HCBS under a §1915(c), (d), or (e) waiver or§1115
demonstration program.

May define the target group of people served.

Note: It does not cover room and board, except for
allowable transition services

Services Available

Includes both §1915(c) statutory services and the
‘other” category.

Limits on the number of people served
Allowed

Waitlist

Allowed subject to Olmstead rule

11



Medicaid: EPSDT & Waiver Authorities

1915(j)
Self-Directed Personal
Assistance Service

Purpose

Provides a new State Plan
participant-directed option to
individuals otherwise eligible
for State Plan Personal Care or
§1915(c) services.

Provider Agreement
Required between providers and
the SSMA.

Delegation is allowed to a
provider agency under the
Organized Health Care Delivery
System or Provider of Financial
Management Services.

Requires written specification of
delegated activity.

Eligibility
Must be Medicaid eligible for and
receiving services under either
state plan requirements or eligible
for and receiving services under a
§1915(c) HCBS waiver. May define
the target group.

Services Available
Personal care or related
services
1915(c) available services

Limits on the number of

people served
Allowed

Waitlist
Allowed

1915(k)

Community First Option

Purpose

Provides a new state plan option to
provide consumer-controlled home
and community-based attendant
services and supports.

Provider Agreement
Required between providers and the
SSMA.

Eligibility
Individuals eligible for Medicaid
under the State plan up to 150% of
the Federal Poverty Level and meet
the institutional level of care. Service
must be provided statewide.

Services Available

- Assistance with ADLs, IADLs, and
health-related tasks.
Acquisition, maintenance &
enhancement of skills necessary
for an individual to accomplish
ADLs, IADLs, & health-related
tasks.
Back-up systems or mechanisms
to ensure continuity of services
& support.
It may cover fiscal management
services and transition costs
such as rent and utility deposits
and other necessities linked
to an assessed need for an
individual to transition from
an institution to a home and
community-based setting where
an individual resides.

Limits on the number of

people served
Not allowed

Waitlist

Not allowed

1115

Research and Demonstration
Project Waiver

Purpose

Authorizes the Department of
Human and Health Services
Secretary to consider and
approve experimental, pilot, or
demonstration projects likely to
assist in promoting the objectives
of the Medicaid statute.

Provider Agreement
Not required

Eligibility
The state defines eligible
categories and may expand
eligibility. Not intended to add
new Medicaid eligibility group(s).

Services Available

The state determines what
services are covered subject to
CMS.

Limits on the number of

people served
State estimates the number to be
served.

Waitlist
Not applicable

Though HCBS waivers have been beneficial, the variability in how they are administered in different states
makes it difficult to evaluate their effectiveness (Franklin et al., 2022). Other studies demonstrated large
variability across states and the services they provide, revealing vast differences in total participants,
average spending per participant, and total spending (Friedman, 2017b; Rizzolo et al., 2013). Freidman
(2017) noted that HCBS IDD waivers served an average of 12,784 participants per year per state and 563,116
unduplicated participants per year. Regarding costs, the average state projected spending was $606.7
million per year, with a national total of $26.9 billion (about $83 per person in the U.S)) projected per year.

At the individual level, the average spending per participant was $49,002.

12



Olmstead Decision

Another landmark case in promoting community
integration with services was the Olmstead decision. The
plaintiffs in Olmstead were two women who resided in a
mental institution even though state-employed health
professionals had found them capable of living in the
community (Rosenbaum, 2000). At the time, Georgia
offered HCBS services through its Medicaid program
but had only partially funded its program. As a result,
the state’s waiting list for HCBS programs was long. The
Supreme Court held that the “unjustified isolation” of
individuals with disabilities in institutions violates the
Americans with Disabilities Act. This decision violated
the ADA by providing services to persons with cognitive
disabilities only in institutions when they could be served
equally or more effectively in a community-based setting
(Salzar, Kaplan & Atay, 2006).

Additionally, the Olmstead decision provided a way for states to
remedy discrimination. The Court held that states maintaining
waitlists for services would not be deemed as violating the ADA if
they could demonstrate that individuals are moved off the waitlist
into community placements at a “reasonable pace” following an
“effectively working” state plan (Kubo, 2001). The reasonableness
of the pace with which states process people on the waitlist are
processed has been left ambiguous by courts. According to the
Kaiser Family Foundation (KFF) report on the HCBS waiting list
(Burns, Watts, & Ammula, 2023), 37 states currently maintain a
waitlist for HCBS waivers. About 28 states with HCBS waivers
screen those on waitlists for at least one waiver eligibility while the
others do not. Consequently, over half of the people on waitlists
across the country may not be eligible to receive services once
the waitlist opens. Additionally, wait times range from four months
to six years. From 2002 to 2017, the waitlists for HCBS waivers have
grown from about 192,000 people to 707,000. About 67% of the
people on the waitlist are individuals with IDD. While the average
wait time for HCBS waivers is 45 months (three to four years),
people with IDD often wait longer for services. The average waiting
time for people with IDD is 67 months (five and a half years).

Following the Olmstead decision (1999-2009), states actively
reduced the number of people with IDD residing in public or
private residential facilities to 16 or more persons (Smith et al,
2011). States also increased access to more integrated community
options. Between 1999 and 2009, the total number of residential
service recipients increased by 20.9% to 436,670. However, despite
the Olmstead decision funding and HCBS, people with IDD still
struggle to be integrated into the community. Continued advocacy
for integration led to the HCBS final setting rule.

37
States

Currently maintain a waitlist
for HCBS waivers

N Over
& 50%

of the people on waitlists
across the country may not
be eligible to receive services
once the waitlist opens.

~677%

of the people on the
waitlist are individuals
with [DD.

The average wait time
for those with IDD to
receive a waiver is

ma 515
i Years

(Burns, Watts, & Ammula, 2023)
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Olmstead Decision

The HCBS Settings Rule involves regulatory changes which all states receiving Medicaid funding must
implement (Centers for Medicare and Medicaid Services [CMS], 2014). There are also specific requirements
for providers of HCBS. One of the main foci of the HCBS Settings Rule is community access and inclusion;
the HCBS Settings Rule has precise requirements enforcing community-based settings. States and
providers must provide community opportunities, which must also be meaningful (CMS, 2014).

People receiving HCBS must be
integrated and supported to have
full access to the greater community,
including employment, to the same
degree as those not receiving HCBS.

CMS Enforcements of Olmstead and Final Settings Rule

CentersforMedicare & Medicaid Services (CMS)is underthe U.S. Department of Healthand Human Services.
Itis the federal agency that administers the Medicare and Medicaid programs providing healthcare. CMS is
responsible for reviewing and approving all HCBS waiver proposals submitted by each state. CMS is also
responsible for ensuring that each state complies with the federal requirements for HCBS waiver services;
this includes compliance with the HCBS final settings rules.

Aim of This Review

Medicaid is funded jointly by states and the U.S. federal government, and HCBS programs vary significantly
from state to state. Research has examined various outcomes of Medicaid HCBS in the general population.
It has shown better clinical outcomes for those provided with community-based, long-term services
rather than institutional care in the aging population (Marek et al., 2005). The current study reviews
the implementation of Medicaid HCBS policies, and Olmstead plans in five states: Arizona, Colorado,
Connecticut, New Jersey, and Texas. The study illustrates the difference in services across different states,
IDD spending in the states, and HCBS spending. It identifies promising trends in the implementation of
HCBS waivers in the states.

14



State Overview

The estimated population with IDD across the five states varies from about 76,000 people in
Connecticut to 705,000 in Texas (Larson et al., 2022).

As the table below indicates, the number of those in the state receiving long-term support services also varies.
Tanis et al. (2022) further emphasized the living arrangements of people with IDD in the states, the percentage
and age of caregivers, and state IDD spending. For uniformity, IDD spending is grouped into family support,
community-based services, supported employment, and institutions. According to Tanis et al, (2022), the
definitions and grouping of services may differ slightly from the corresponding state DD agencies’ definitions.

Estimated o - . .. % of IDD caregivers
population of LTSS % of Individuals with IDD by living in the state by age™*

Recipients” arrangement **

People with IDD* 60+ 41-50 <41

3% Supervised residential setting

m 160,735 34,309 20% Alone or with a roommate 27% 25% 38%
77% With family
9% Supervised residential setting

124,450 16,405 18% Alone or with a roommate 10%  18%  72%
72% With family

10% Supervised residential setting
Connecticut 76,946 11,548 18% Alone or with a roommate 26%  35% 39%
72% With family

8% Supervised residential setting
199,558 24,398 19% Alone or with a roommate 25%  36%  40%
73% With family
8% Supervised residential setting
Texas 705,432 45,958 19% Alone or with a roommate 19%  35%  46%
73% With family

Larson et al, (2022)
Tanis et al, (2022)""
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State Profile: Arizona

Arizona has operated Medicaid long-term support services since 1989. The Arizona Health
Care Containment Cost System (AHCCCS) program began in October 1982 as an alternative to
traditional Medicaid. The original AHCCCS program did not cover nursing home care. In 1989,
the Arizona Long-Term Care System (ALTCS) was incorporated into AHCCCS. ALTCS provides a
full range of home-based and community-based services through section 1115 waivers (McCall,
1997). Eligibility for AHCCCS includes all those eligible for Medicaid.

According to Tanis et al. (2022), Arizona spent $1.36 billion on services and support for people with IDD in 2019.
Of that amount, 48% was spent on family support services. Family support could include financial support to
families of children or adults with IDD in the state. Family support includes respite care, counseling, minor
home modifications, parental education, and training. Another 44% was spent on services for six or fewer in
community settings. These community services are through privately operated community-based residential
programs. It is worth noting that while the total amount of IDD spending was $1.36 billion, this amount includes
other services outside HCBS spending. The Kaiser Family Foundation (KFF, 2022) estimated that the state
spent about $1.9 million on Section 1115 HCBS waiver in 2020.

Distribution of IDD Spending in Arizona 2019

o,
(o] 6 or Fewer
Family Support Community Service

2% 1% .01%

Supported Public ICF/ID
Living Institution 6 or Less
2% 19 o
Supported (o) o 2 /O
Employment Private 7-15
Institution

Persons

B, B
-—— 3 =

Tanis et al. (2022)
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State Profile: Colorado

In 2017, about 13.7% (167,500) of children in Colorado had severe developmental disabilities such
as Down syndrome, autism, muscular dystrophy, or spina bifida (Congressional Report, 2017).
More than 52,000 children are from low-income households with income below 200% of the
federal poverty level. The Affordable Care Act requires states to provide services to children in
households with incomes up to 138% of the federal poverty level. The state further expanded
the Medicaid financial threshold to 255% of the federal poverty level. This means that those
52,000 children met the financial eligibility for services. However, only about 16,600 children
with IDD qualified for Medicaid services in 2017. The waiver that provides services to children is
the HCBS-Children Executive Supports (HCBS-CES) waiver.

Colorado's primary HCBS waiver for individuals with IDD is Colorado's Home and Community-Based Service
for Adults with Developmental Disabilities (HCBS-DD). Another waiver people with IDD may qualify for is the
HCBS Supportive Life Services (HCBS-SLS) waiver. The HCBS-DD waiver provides access to 24-hour support
and services provided in or out of the individual or family home and higher hours or dollar limits for other HCBS
services than those offered under the HCBS-SLS Waiver. According to Nuss (2017), eligibility for the HCBS-DD
waiver is limited to those individuals who have been determined to have a developmental disability, are age 18
orolder, require access to services and support 24 hours a day, meet ICF-IID level of care as determined by the
ULTC 100.2. The individuals must also meet the Medicaid financial determination for long-term care eligibility
as specified in 10 CCR 2505-10, Section 8.100. Colorado also maintains waitlists with an order of priority. The
first group to be prioritized under the waitlist are youths between ages 18 and 21 transitioning from the HCBS-
CES waiver to the DD waiver for adults. The next priority group is for those experiencing an emergency. An
emergency is one in which the individual is experiencing homelessness, abuse, or neglect, or if an individual is
experiencing circumstances that pose a risk of harm to themselves or others. The last two priority categories
are for services for deinstitutionalization and any other legislative category defined by the state.

According to Tanis et al, (2022), Colorado spent $798 million on services and support for people with IDD.
Most IDD spending (79%) was used to support individuals six fewer in community settings. The state has no
funds for those in a group home or ICF with over seven people. There is no state funding for private institutions.
The state also spent 12% on supported living. Supported living helped provide a person-centered choice of
housing for individuals who qualified. This assistance helped individuals choose where to live and helped
them create supported living plans based on their needs.

The state spent $445,500 on home health and $1.267 million on sections 1915(c) waivers in 2020 (KFF,
2021). The total spent on HCBS was about $1.7 million.

17



State Profile: Colorado

Distribution of IDD Spending in Colorado 2019
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State Profile: Connecticut

Connecticut has five main waivers operated by the State Department of Developmental
Disabilities. The first is the comprehensive waiver. This waiver provides services for IDD
participants with significant physical, behavioral, or medical support needs. Services provided
include adult day health, community companion homes/community living arrangements, group
day supports, live-in caregivers, respite, supported employment, and more. The second waiver
is the individual and family support waiver. This waiver is designed to support individuals who
live in their homes or their family homes and need less extensive support than individuals on the
comprehensive waiver.

The other three waivers are the employment and day supports waiver, the early childhood autism waiver, and
the autism waiver. While the early childhood autism waiver only supports children between ages 3 and 4, the
autism waiver serves anyone ages 3 and up. The autism waiver provides community companion homes, live-
in companions, respite, assistive technology, clinical behavioral support, community mentor, individuals good
and services, interpreters, job coaching, life skills coach, non-medical transportation, personal emergency
response systems, social skills group, and a specialized driving assessment for individuals. To be eligible for
these waivers, the individual must be age 3 or older and be diagnosed with an intellectual disability requiring
an institutional level of care. The individual's income must be less than 300% of social security income, with
a total worth of assets not exceeding $1.600. Burns et al., (2023) noted that between 2020 and 2021, the state
established a new waiting list for people with IDD.

According to Nuss (2017), Connecticut maintains waitlists for these waivers. Connecticut also has a priority of
categorization to determine enrollment from waitlists. The first group given priority is those in emergencies.
Emergencies are behaviors that risk significant harm to the individual or others. Another emergency is when
the individual is homeless, or the caregiver is so physically or mentally ill that the person cannot remain home
without further help. Loss of a caregiver due to death or placement in a long-term care facility can also qualify
as an emergency. The second priority is those in need of services within the year. Other priorities are those
who need services within two or more years and those on the planning list.

According to Tanis et al. (2022), Connecticut spent $1.01 billion on services and support for people with IDD.
Most of that amount was spent on community settings. The remaining funds were spent on supported living
and employment. However, it is worth noting that about 8% of IDD funding was spent on institutions.

The total HCBS spending in the state is $1.996 million (KFF, 2021). The states spent $203,600 on

home health, $85,300 on community first choice services, $6,100 for section 1915(i), and $1.7 million
on section 1915(c) waivers.
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State Profile: Connecticut

Distribution of IDD Spending in Connecticut 2019
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State Profile: New Jersey

According to the New Jersey Department of Human Services (2021), New Jersey has one waiver
for individuals with IDD operated by the state Division of Developmental Disabilities. The waiver
is called the Medicaid Community Care Waiver (CCW).

To be eligible, an individual must be Medicaid eligible and have a developmental disability. The state uses
the functional limitations criteria to determine eligibility. The individual must need an institutional level of
care. The CCW provides services to individuals in their homes or other licensed settings. These services
include vocational rehabilitation, day habilitation, and family and individual support services. The state also
maintains a support program for individuals with developmental disabilities with fewer support needs than the
institutional level of care. Some services offered under the support program include cognitive rehabilitation
and community-based supports. The supports program has no waitlist; however, the CCW does. As of 2021,
there were a total of 4,332 people on the waitlist. Of those people, 2,326 were on the priority waitlist, while
the rest were on the general waitlist. Priority is given to an individual who is homeless, at imminent risk of
homelessness, or in situations where the individual's safety is in peril (Nuss, 2017).

According to Tanis et al., (2022), New Jersey spent $2.42 billion on services and support for people with IDD.
Like Connecticut, New Jersey spent most of the IDD funds on community-based services for six or fewer.
23.4% of the total spending was on public and private institutions.

HCBS spending totaled $1.028 million. $56,900 was spent on home health, $781,300 on personal care services,
and $190,600 on 1115 waivers.

Distribution of IDD Spending in New Jersey 2019
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State Profile: Texas

The state of Texas has two main waivers that serve individuals with IDD. The first waiver is the
Texas Community Living Assistance and Support Services waiver. The Texas Department of Aging
and Disability Services manages this waiver. The waiver provides case management, vocational
services, residential habilitations, respite, and other services to individuals with IDD who meet
the institutional level of care. The second waiver is the Texas Home and Community-Based
Services (HCBS) waiver. This provides similar services, including minor home modifications,
residential assistance, social work, and personal assistance. This waiver is provided under the
HCBS 1915(j) type. It should be noted that Texas previously had a specific waiver for individuals
with autism or other IDD; however, that waiver was terminated in 2011.

Texas maintains waitlists for waivers in the state. The priority of access to waiver services is based on the
urgency of the needs of the individuals. As of April 2020, about 50% of individuals on the IDD waiver interest
lists have been on the list for about five to seven years.

Tanis et al., (2022) estimated that IDD expenditure was $2.65 billion in 2019. The funds were spread to provide
supported living (33%), institutions (32%), community-based services (18%), and family support (17%).

The state of Texas spent the most on HCBS waivers, with a total of $7.221 million. $13.9000 was spent on home
health, $3.6 million on personal care, and $550,300 on community choice. $4,400 was spent on 1915(i), $1.867
million on 1915(c) while $1.147 million was spent on 1115 waivers.

Distribution of IDD Spending in Texas 2019
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State Comparison:
Service & Network Capacity

Colorado

Connecticut

New Jersey

Income
Limit

Z
(¢}

Yes/
Medicaid
income
limits

Yes/
Medicaid
eligibility

Yes/state
determined

Yes/HCBS
income
limits

for
Waitlist*

N/A

Yes, for at
least one
waiver
eligibility

Yes, for at
least one
waiver
eligibility

No

No

Kaiser Family Foundation Data (2021)"

Nuss (2017) **

Screening | People with
IDD on State
Waitlists

No waitlist

3.037

1,943 of the 3,570
total
people on the
waitlist.

NR

279.388 of the
312,145
people on the
state waitlist.

Wait time: up to
11+ years.

Categories of Waitlist Priority™

N/A

Children 18-21 transitioning
Emergency (persons who are
homeless, victims of abuse or
neglect, pose a danger to self or
others in their current abode)
Deinstitutionalization

Legislative criteria

Emergency (persons who are
homeless, victims of abuse or
neglect, pose a danger to self or
others in their current abode, those
whose caregivers are physically or
mentally ill that they are unable to
care for them, and those who have
lost a caregiver due to death or
placement in a long-term facility)

Priority 1: need services in one year.

Priority 2: need services within two
or more years.
Priority 3: Planning list

Deinstitutionalization

Emergency (homeless or imminent
peril)

First come, first served

First come, first served

Provider
Network™*

Over 3,000

Over 200.
Family
members
can be paid
providers.

Roughly 230

Seven
regional case
management

agencies
for waiver
beneficiaries.

Over 250
providers.

About 5,000
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State Spending for IDD in 2019

Average Individual and Family Support

cost per . W
Spending | participant | TYP€ Spending Participants
Family support: $657.2 M 30,595
Supported employment: $321 M 2,794

Supported living and
personal assistance:

$33.6 M 503
$133B $33,100

Annual Costs of Residential Settings

Supported | Private ICF | Public ICF 16+ Group 16+ Private | State-Owned
Living: Homes ICF Institution:
N/A

$67,000 $133,000 $o $488,000 $251,000

Total Average Individual and Family Support

Public cost per ; w

Spending | participant | TYpP€e Spending Participants
Family support: $6.5 M 5,164
Supported employment: $272M 2,911

Supported living and
personal assistance:

$94.4 M 6.229

[e]
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S
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$7978 M $39,700

Annual Costs of Residential Settings

Supported | Private ICF | Public ICF 16+ Group 16+ Private | State-Owned
Living: Homes ICF Institution:
$0 $o

$15,000 $103,000 $o $247,000

Total Average Individual and Family Support

Public cost per ) W

Spending | participant | 1YP€ Spending Participants
Family support: $381M 4,046
Supported employment:  $49.7 M 3.353

Supported living and

personal assistance: $363M 2847

Connecticut

$101B $63.400
Annual Costs of Residential Settings

Supported | Private ICF | Public ICF 16+ Group 16+ Private | State-owned
Living: Homes ICF institution:
$13,000 $77.000 $o $38,000 $0 $243,000

Tanis et al., (2022)
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State Spending for IDD in 2019

Average Individual and Family Support
cost per ] »
Spending | participant | TYP€ Spending Participants

Family support: $561M 8,289

Supported employment: $6.5M 1,599

Supported living and
personal assistance:

$229 M 8,289

New Jersey

$2.42 B $82,000

Annual Costs of Residential Settings

Supported | Private ICF | Public ICF 16+ Group 16+ Private | State-Owned
Living: Homes ICF Institution:
$o0 $o0

$28,000 $163,000 $180,000 $341,000

Total Average Individual and Family Support

Public cost per ; W

T Spending Partcipants
Family support: $439.0 M 15,625
Supported employment: $31M 1,997

Supported living and
personal assistance:

Texas

$883.8 M 22183
$2.65B $44,200

Annual Costs of Residential Settings

Supported | Private ICF | Public ICF 16+ Group 16+ Private | State-Owned
Living: Homes ICF Institution:

$40,000 $31,000 $152,000 $8,000 $41,000 $281,000

Tanis et al., (2022)
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Promising Practices
and Concerning
Consequences

Each stateinthe comparison prioritized family and individual
support in different ways. Of the five states, Arizona spent
48% of the IDD expenditure on family support. This was the
highest proportion spent in the category among the five
states. Colorado and Connecticut spent about 79% of their
IDD expenditures on providing community-based services,
while Arizona and Texas spent the least on providing
services, with 44% and 18%, respectively. Additionally,
spending on public and private institutions is higher in Texas
than in the other four states. Texas has the highest number
of state-owned institutions and spends about 31% of its IDD
expenditures on maintaining those institutions. The state
can deinstitutionalize supportive living centers to invest
more in community-based services and family support for
people with IDD.

Other ways in which states prioritized individual and family
supports are through supported employment and supported living.
Supported employment involves assisting in obtaining and retaining
employment. This could be done through vocational training or
establishing integrated individual work settings. Connecticut has
the highest IDD expenditure on supported employment, with about
4.9% of the IDD budget spent on vocational rehabilitation. Arizona
and Colorado both spent 2% and 3%, respectively. New Jersey spent
0.3%, while Texas did not assign a portion of its budget for supported
employment.



Promising Practices and Concerning Consequences

The third category of individual and family support is in supported living. Supported living helps individuals
with IDD obtain the housing of their choice, choose appropriate roommates, and control their living
environments through sustainable living plans developed with their case managers. Texas spent the most
on supported living. The total expenses on supported living services were 33% of the state’s total IDD
spending. The subsequent highest spending on supported living among the five states is Colorado, which
spent about 12% of its IDD funding. New Jersey and Connecticut spent 9.5% and 3.6%, respectively, while
Arizona spent only 2% of the total IDD expenditure.

Total expenses on 33%
supported living services

12%

9.5%

.6%
29% 3.6%
—— [ ]
Arizona Colorado Connecticut New Jersey Texas

Implications and Policy Suggestions

The Olmstead decision allows states to have a waiting list for HCBS waiver programs; however, the waiting
list must move reasonably (Rosenbaum, 2000). Only four of the five states maintain a waiting list. As stated
earlier, the waiting period can vary from a three to six-month application period up to a decade. This can
lead to a lapse in services for people waiting. The standard to determine a reasonable pace and method for
processing the waitlist has been interpreted by states as the order of priority for processing applicants who
qualify for services. Of the five states of comparison, only Connecticut prioritizes individuals experiencing
the loss of a caregiver or those who live with caregivers who are so mentally and physically ill that they
cannot care for the individual with IDD. Likewise, Colorado is the only one that maintains priority for youths
with IDD transitioning to adulthood. Promising practice is prioritizing adults who have incapacitated
caregivers, those transitioning from youth to adulthood, or from other non-Medicaid programs to Medicaid
programs. People with IDD transitioning from services for children and youth to adult waiver services may
have a lapse in care if states do not have prioritization for them. Thus, prioritizing this population on the
waitlists and providing case coordination or transition coordination management team for these individuals
can help prevent a lapse in care.

Another trend in the state comparison is regarding state screening for eligibility. Of the five states, only
Colorado and Connecticut screen people on waiver waiting lists for eligibility in at least one of the waivers.
It is worth noting that Arizona does not have a waitlist. Texas, the state with the longest waitlist and length
of time on the waitlist, does not screen people on the list for eligibility. This means that when an individual's

27



Promising Practices and Concerning Consequences

name is reached on the waitlist, they may not qualify for services. With the wait time in Texas being up
to 11 years, a person on the waitlist all 11 years may realize only then that they are ineligible for services
upon screening. A way states can remedy the wait time is to prescreen those on the waitlist for waiver
eligibility in the selected category the applicant is interested in. Prescreening could be done through an
informal survey processed while the interest in the waitlist is made. States can qualify for the prescreening
procedure by stating that the prescreening results are not proof of eligibility for waivers. Prescreening
can help reduce the number of people on the waiver waitlist, as those who do not qualify during the
prescreening would not receive services and would be notified upon showing interest. It would prevent
people from waiting years for services for which they would ultimately be ineligible to receive. People
who do not qualify for services can then make alternate plans.

Additionally, preliminary screening questionnaires for those on waiver waitlists would be effective in a
state like Texas, which operates on a first-come, first-served basis. The prescreening process can include
questions to determine what types of services individuals on the waitlist need and the urgency of that need.
Urgency can be based on an emergency definition, a threat to self or others, or loss of caregiver. Other
gaps in information can also be addressed using the prescreening questionnaire. Such a questionnaire
can help state developmental disabilities agencies prioritize individuals with the highest needs or urgency
and provide services to address those specific needs.

One of the limitations of this study was the lack of consolidated data on HCBS waiver services for people
with IDD. Though each state implements waivers uniquely, the approval of HCBS waiver plans in each
state is submitted to CMS for approval. At the time this paper was written, CMS had not maintained or
published a national data set on HCBS services, participants, waitlists, or providers. There is a need for
more data on how states implement and maintain waivers, the length of time for applications, the number
of waitlists in each state, the length of time on those waitlists, and the process for moving people along
on those lists. The existence of this data can help track the need of people interested in services. This data
can also help states determine how to meet those needs efficiently.

Conclusion

In conclusion, HCBS waivers have been the primary mode for people with IDD to receive long-term
support services. However, the variations in the implementations of HCBS waivers and the variations in
spending and waitlists have made evaluating HCBS waivers very difficult. While some state funds focus
on family support, others distribute their spending on individual and family support through supported
living and employment. Additionally, the demand for HCBS waiver service is high nationwide, which has

led states to maintain interest lists or waitlists for services. Some promising trends in moving people
along those waitlists involve prioritizing the urgency of needs and conducting preliminary screenings for
those on waitlists for eligibility. The prescreening would enable those who do not qualify for service to
make alternate arrangements instead of waiting years in hopes of qualifications. Lastly, there is a need
for national data to track the costs of services, outcomes of provided services, and the needs of those
receiving services and those on waitlists. This data can help each state forecast and meet its population’s
needs more efficiently.




Terminology

as defined by Tanis et al., (2022)

Community-Based
Services

Day Habilitation

Family Supports

Institutions

Intermediate Care
Facility for Individuals
with Intellectual
Disability (ICF/ID)

Nursing Facility

Residential Programs

Supported
Employment Services

Supported Living

Community services consist of federal, state, and local government spending
for publicly or privately operated community-based residential programs
serving 15 or fewer persons per setting.

Regularly scheduled activities are separate from the participant's residence,
including assistance in acquiring, retaining, and improving self-help,
socialization, and adaptive or vocational skills.

Community-based services provided to families of children or adults with IDD
living in the family home with the family as the primary beneficiary. The state
IDD agency may provide vouchers, payments to families, reimbursement,
or direct payments to service providers. There are two categories of family
support, 1) financial subsidy/cash payments to families; and 2) general family
support payments, including respite care, family counseling, equipment, an
architectural adaptation of the home, parent education and training, or other
state-designated categories of family support.

Residential facilities that assume total care of the admitted individual.
According to federal standards, the state must license and certify institutions.
These are Intermediate Care Facilities (ICFs).

An optional Medicaid benefit that enables states to provide comprehensive
and individualized health care and rehabilitation services to individuals to
promote their functional status and independence.

Long-term care settings supported by Medicaid that provide skilled nursing
(medical care), rehabilitation, and long-term care for health-related care and
services.

Consists of structured or semi-structured housing arrangements, ranging
from state institutions to supported living arrangements; participants
typically receive the program or support day and night. (State of the States)

Assistance in obtaining and keeping competitive employment, including
customized employment in an integrated setting or employment in an
integrated work setting where an individual with a most significant disability
works on a short-term basis toward competitive integrated employment
(Rehabilitation Act of 1973, as amended).

Supports funded by the state IDD agency for adults in housing arrangements
that guarantee: a) choice of where participants live and choice of housemates;
b) control of the living arrangement by the individual, the individual's family
or an organization not providing services to the individual with a disability;
and c¢) supported living planning that recognizes the individual's changing
needs for effective support in their living arrangement and daily life. (State
of the States)
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