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Abstract

The US Centers for Disease Control and
Prevention estimates about 1 in 59 children in
the USA has an autism spectrum disorder
(ASD). A compelling parallel can be drawn
between states’ implementation of the national
Part C Early Intervention Program, estab-
lished in 1986 under the Individuals with
Disabilities Education Act (IDEA), and the
increased prevalence of very young children
affected by ASD. States participating in this
national program for infants and toddlers and
their families have been on the front line of
service delivery to the growing population of
very young children with ASD and their fami-
lies. This chapter provides a broad overview
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of the Part C Early Intervention Program, state
practices and challenges related to Part C
implementation with import to young children
with ASD and their families, and the experi-
ences of two states, New York and
Massachusetts, in addressing the needs of
these toddlers and families.

Introduction

Scientific understanding of identification, diag-
nosis, and early intervention with toddlers with
ASD has rapidly evolved in the past five decades.
According to the Centers for Disease Control,
epidemiologic studies conducted in the late
1960s and 1970s estimated 1 in 2500 children in
the population had autism, with prevalence esti-
mates from the 2000s indicating 1-2% of chil-
dren with autism (Centers for Disease Control
and Prevention, 2014). Based on 2014 data from
the Autism and Developmental Disabilities
Monitoring Network, CDC now estimates that
about 1 in 59 children in the USA has an
ASD (Baio et al., 2018). In addition, research has
demonstrated ASD can be detected as early as
18 months and reliably diagnosed by experienced
professionals by the age of 2 (Centers for Disease
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Control, 2016). The positive impact of early
intervention services on young children’s devel-
opment is well-established, and science-based
evidence in this area is rapidly expanding (Boyd
et al., 2010; Lord & Bishop, 2010; Warren et al.,
2011; Weitlauf, McPheeters, Peters, et al., 2014).

A compelling parallel can be drawn between
states’ implementation of the national Part C
Early Intervention Program, established in 1986
under the Individuals with Disabilities Education
Act (IDEA), and the increased prevalence of very
young children affected by ASD. Arguably, states
participating in the national program have been
on the front line of service delivery to the grow-
ing population of young children under the age of
3 with ASD and their families (Noyes-Grosser
et al., 2013).

The delivery of family-centered services is a
central tenet of the IDEA Part C Early
Intervention Program founded in the federal act,
a primary purpose of which is to implement
statewide, comprehensive, coordinated, multi-
disciplinary interagency service delivery sys-
tems to provide early intervention services for
infants and toddlers with disabilities and their
families.  (Individuals  with  Disabilities
Education Act, Purpose and Findings, §§631,
2004, 2016a). A substantial body of literature
exists on family-centered services and parent
involvement in early intervention programs
(Dempsey & Keen, 2008). The Early Intervention
Family Alliance has aptly articulated guiding
principles of family-centered early intervention
services (Early Intervention Family Alliance
(2016) Guiding Principles, http:// http://eifami-
lyalliance.org):

e Families are essential partners in implement-
ing family-centered practices in all levels of
early intervention.

e Families are respected experts on the services
their child should receive.

e Families have equal access to training and
technical assistance to foster meaningful
involvement.

e Family diversity and voices of the underrepre-
sented are essential to quality services and
implementation of policies and practices.

e Family-centered services that are community
based and culturally competent ensure the
highest quality programs.

This chapter provides a broad overview of the
IDEA Part C Early Intervention Program (Part C)
for infants and toddlers with disabilities and their
families, state practices and challenges related to
Part C implementation with particular import to
young children with ASD and their families, and
experiences of two states, New York (NY) and
Massachusetts (MA), in addressing the needs of
these toddlers and families.

Overview of Part C

The Part C program under IDEA is a national
program for families and their infants and tod-
dlers from birth to 3 years of age with disabilities
and their families, including young children with
ASD. In contrast to Part B of IDEA, which
requires states' to provide a free, appropriate
public education (FAPE) for children and youth
aged 3-21 years with disabilities, participation in
Part C is discretionary to states. All states cur-
rently participate in the program.

Required components of Part C for states are a
state definition of developmental delay, which
specifies the level of developmental delay and
diagnosed conditions used for eligibility pur-
poses; availability of early intervention services;
evaluation, assessment, and nondiscriminatory
procedures; Individualized Family Service Plans
(IFSPs); comprehensive child find system; public
awareness program; central directory of early
intervention services, resources, and research and
demonstration programs; comprehensive system
of personnel development; personnel standards; a
lead agency responsible for oversight of the pro-
gram; a policy for contracting or otherwise
arrange for services; reimbursement procedures;
data collection system; state interagency coordi-
nating council; and policies and procedures to
ensure services are delivered to the maximum

!For purposes of this article, the term “state”” encompasses
the 50 states and 6 US territories.
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extent appropriate in natural environments
(Individuals with Disabilities Education Act,
§§635, State Requirements, 2004) (Individuals
with Disabilities Education Act of 2004, 2016b).

States participating in the national program
receive an annual appropriation through a for-
mula grant for Part C implementation, driven by
the proportion of children under 3 years of age
residing in the state. These federal grants obligate
participating states to adhere to a rigorous and
comprehensive set of statutory and regulatory
requirements applicable to all state Part C pro-
grams, including an entitlement to early interven-
tion services included in children and families’
Individualized Family Service Plans (IFSPs).
While states are allowed to use their Part C for-
mula grants to fund early intervention services
(Individuals with Disabilities Education Act of
2004, §8638) (Individuals with Disabilities
Education Act of 2004, 2016a), singularly the
federal appropriations have been insufficient to
meet the full need experienced by states in deliv-
ering services to eligible infants and toddlers and
their families (IDEA Infant Toddler Coordinators
Association, 2014). Importantly, in establishing
and reauthorizing Part C, congress was clear in
its intent that services were to be financed through
a broad array of existing federal and state pro-
grams, most notably the Medicaid program under
Title XIX of the Social Security Act (Individuals
with Disabilities Education Act of 2004, §§635(a)
(10), 2004) (Individuals with Disabilities
Education Act of 2004, 2016b).

All states and territories currently participate in
the Part C program. Collectively, in the 2014 pro-
gram Yyear, states delivered early intervention ser-
vices to 350,581 or 3% of infants and toddlers in
the USA and outlying territories based on the
annual point in time count of children with an
IFSP and in the Part C EIP on either October 1 or
December 1 of that year (US Department of
Education, Office of Special Education Programs,
IDEA Data Products 2014-2015, 2016). Across
40 states optionally reporting the count of infants
and toddlers receiving early intervention services
at some point during the 2014-2015 reporting
period (referred to as a “cumulative count” of chil-
dren and families participating in state early

intervention programs), 434,806 children and their
families received early intervention services in this
time frame. In our respective states, 4% of children
under the age of 3in NY and 8.89% in MA (which
includes infants and toddlers at risk for disability
in the state’s eligibility criteria) participated in Part
C, with 54,5607 children in NY and 36,092 in MA
receiving early intervention services at some point
during the reporting period (US Department of
Education, Office of Special Education Programs,
IDEA Data Products 201415, 2016).

Both NY and MA have experienced signifi-
cant growth in the number of children with ASD
and their families enrolled in our respective Part
C programs. In the 2014-2015 program year
(July 1 through June 30), 7986 toddlers in NY’s
Part C program had a reported diagnosis of ASD,
compared with 639 children reported with an
autism diagnosis in 1999-2000 (the first year in
ICD-9 diagnostic codes associated with chil-
dren’s eligibility for were collected). MA antici-
pates that 2066 children with ASD will participate
in the MA Part C program 2016 state fiscal year.

The reauthorization of IDEA in 2004 added
new requirements on states intended to shift the
focus from compliance with federal law and regu-
lations governing early intervention and special
education systems to results-driven accountability.
The state is required to develop state performance
plans and report annually on federally established
compliance and  performance  indicators
(Individuals with Disabilities Education Act of
2004, §§616) (Individuals with Disabilities
Education Act of 2004, 2016c). For Part C, perfor-
mance indicators include metrics related to deliv-
ery of services in natural environments (defined as
settings where typically developing peers are
found, including home and community settings),
percent of children under 3 years of age receiving
Part C services, percent of children under 1 year of
age receiving Part C services, child outcomes, and
family outcomes. Notably, states are required to

*For NY, the child counts reported to the US Department
of Education exclude toddlers aged three and older who
have been found eligible for Part B preschool special edu-
cation services and, at parent option, can remain in the
early intervention program for a period of time deter-
mined by their month of birth.
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collect and report on the following child and fam-
ily indicators: percent of infants and toddlers who
demonstrate improved positive social-emotional
skills, including social relationships; acquisition
and use of knowledge and skills, including early
language and communication; and use appropriate
behaviors to meet their needs (Indicators 3a, b, and
¢) and percent of families who report early inter-
vention services helped them know their rights,
effectively communicate their child’s needs, and
help their child develop and learn (Indicators 4a, b,
and c). Table 28.1 presents all compliance and per-
formance indicators for Part C programs reported
annually by states (US Department of Education,
Office of Special Education Programs, 2014a,
2014b).

In 2014, the state performance plan/annual
performance  report requirements  were

augmented to include a new State Systemic
Improvement Plan (SSIP) designed to focus
state efforts on a State Identified Measurable
Result (SIMR), either a child outcome, family
outcome, or suite of outcomes, selected in con-
junction with stakeholders (US Department of
Education, Office of Special Education
Programs, 2014b). In further alignment with the
enhanced focused on accountability for results
being achieved for children and families in state
early intervention service delivery systems, the
US Department of Education, Office of Special
Education Programs, recently included child
outcomes data for the first time in determining
the extent to which states met federal require-
ments for the Part C EIP (US Department of
Education, Office of Special Education
Programs, 2014a).

Table 28.1 State performance plan and annual performance report indicators

1 | Percent of infants and toddlers with IFSPs who receive the early intervention services on their IFSPs in a

timely manner

2 | Percent of infants and toddlers with IFSPs who primarily receive early intervention services in the home or

programs for typically developing children

3 | Percent of infants and toddlers with IFSPs who demonstrate improved

C. Use of appropriate behaviors to meet their needs

A. Positive social-emotional skills (including social relationships)
B. Acquisition and use of knowledge and skills (including early language/communication)

4 | Percent of families participating in Part C who report that early intervention services have helped the family

A. Know their rights
B. Effectively communicate their children’s needs
C. Help their children develop and learn

5 | Percent of infants and toddlers birth to 1 with IFSPs compared to (A) other states with similar eligibility

definitions and (B) national data

6 | Percent of infants and toddlers birth to 3 with IFSPs compared to (A) other states with similar eligibility

definitions and (B) national data

7 | Percentage of eligible infants and toddlers with IFSP’s for whom an evaluation and assessment and an initial

IFSP meeting were conducted within Part C’s 45-day timeline

8 | Percent of all children exiting Part C who received timely transition planning to support the child’s transition

A. IFSPs with transition steps and services

to preschool and other appropriate community services by their third birthday including

B. Notification to LEA, if child potentially eligible for Part B
C. Transition conference, if child potentially eligible for Part B

9 | Percent of hearing requests that went to resolution sessions that were resolved through resolution session

CFR §303.420(a))

settlement agreements (applicable if Part B due process procedures are adopted by the lead agency under 34

10 | Percent of mediations held that resulted in mediation agreements

11 | State Identified Measurable Result (from among indicators 3 and 4 or related to 3 and 4) and State Systemic

Improvement Plan

Adapted from the US Department of Education, Office of Special Education Programs (2014b). FFY 2013-2018 Part
C SPP/APR Part C SPP/APR Indicator/Measurement Table — Page 1 (OMB NO: 1820-0578/Expiration Date: 5/31/2017)
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From Policy to Practice: Variations
in State Implementation of the Part
CEIP

The IDEA Infant Toddler Coordinators
Association (ITCA) is a membership association
for state Part C coordinators and staff organized
as a not-for-profit corporation. The core work of
ITCA is to promote mutual assistance, coopera-
tion, and exchange of information and ideas in
the administration of Part C and to provide sup-
port to state and territory Part C coordinators
(IDEA Infant Toddler Coordinators Association,
Association Information, 2016). MA and NY are
long-standing members of ITCA, which in the
ITCA fiscal year 2015 included 51 states. An
important function of ITCA is to work strategi-
cally with the membership on identifying, assess-
ing, and reporting on a wide range of policy and
operational issues impacting state participation in
Part C.

Annually, ITCA works with member states on
issues related to eligibility criteria included in
state definitions of developmental delay, a
required Part C component. ITCA also conducts
an annual state challenges survey (known as
Tipping Points) of member states to assess cur-
rent status of states’ implementation of federal
Part C requirements, including state challenges
and responses (IDEA Infant Toddler Coordinators
Association, Board Approved Surveys, 2015).
On a biennial basis, a finance survey is conducted
to examine the revenue sources used by states to
support their early intervention systems (IDEA
Infant Toddler Coordinators Association, Board
Approved Surveys, 2014). Combined results
from the Tipping Points and finance surveys pro-
vide comprehensive information available on
state management and implementation of Part C
requirements.

Among ITCA’s initiatives with and on behalf
of member states, these three areas of focus — eli-
gibility, state challenges and responses, and
finance — are especially informative in under-
standing the milieu in which infants and toddlers
with ASD and their families are receiving Part C
services and in which specific service delivery
models to treat ASD are being delivered.

Highlights of key findings from each of these
three areas of focus follows.

Eligibility Issues

Under Part C, states must include infants and tod-
dlers with disabilities (defined as inclusive of
developmental delay) in state definitions of
developmental delay and may include children at
risk for disability in state-established eligibility
criteria (Individuals with Disabilities Education
Actof2004, §§ 635) (Individuals with Disabilities
Education Act of 2004, 2016b). State eligibility
criteria establish the degree of delay required for
eligibility in one or more areas of development
(cognition, communication, physical, social,
emotional, and adaptive) and specify the diag-
nosed physical and mental conditions with a high
probability of resulting in developmental delays.
ITCA works with member states to review and
categorize states’ definition of developmental
delay as “broad” (15 states), “moderate” (18
states, including MA and NY), and “narrow” (19
states) (IDEA Infant Toddler Coordinators
Association, Child Count Data Charts, 2013).3
Only five states, including MA, include children
at risk for developmental delay in their eligibility
criteria. Children with ASD are frequently
referred to and found eligible for state early inter-
vention programs based on developmental delays
rather than on a particular diagnosed condition.

*Broad eligibility is defined as including state eligibility
definitions which include children at risk or with any
delay or atypical development: a delay of one standard
deviation in one developmental domain, 20% delay in two
or more domains, 22% delay in two or more domains, or
25% delay in one or more domains. Moderate eligibility is
defined as state eligibility definitions which include chil-
dren with a 25% delay in two or more domains, 30% delay
in one or more domains, 1.3 standard deviations in two
domains, 1.5 standard deviations in any domain, or 33%
delay in one domain. Narrow eligibility is defined as state
definitions of eligibility which include children with a
33% delay in two or more domains, 40% delay in one
domain, 50% delay in one domain, 1.5 standard devia-
tions in two or more domains, 1.75 standard deviations in
one domain, 2 standard deviations in one domain, or 2
standard deviations in two or more domains.
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ITCA has also developed an innovative “birth
cohort” approach to collecting and analyzing
data on child and family participation in state
Part C EIPs (Noyes-Grosser & MacCleod, 2013).
Using the common demographic characteristic of
year of birth, ITCA queries states on the extent to
which children born in a given calendar year par-
ticipate in major benchmarks of program partici-
pation (referral, evaluation/eligibility
determination, IFSP/early intervention services,
and transition/exit). Data available from 30 states
demonstrate that of children born in 2010, the
most recent cohort for which data are available,
across all states on average 10% of children were
found eligible for the Part C EIP at some point
between birth and age 3 (Barger et al., 2015). The
birth cohort approach provides a clearer picture
of the scope and reach of state Part C EIPs by
examining the extent to which young children
access early intervention services at any point in
time while age-eligible for the program.

More recently, ITCA has collaborated with
member states and federal partners, including the
Centers for Disease Control and Prevention,
National Center for Birth Defects and
Developmental Disabilities, and the US
Department of Education, Office of Special
Education Programs, on a project to collect and
analyze information on the diagnosed physical
and mental conditions with a high probability of
developmental delay used by states to establish
eligibility for Part C. At least 20 states include
autism spectrum disorder as diagnosed condi-
tions with a high probability of resulting in devel-
opmental delay (Barger et al., 2015).

State Challenges and Responses
and Financing of Early Intervention
Services

Lead Agency and Organizational
Structure

States are required under IDEA to identify a
state lead agency responsible for the administra-
tion of their early intervention programs. Of 49
states responding to the Tipping Points survey in
2015, 21 (43%) reported the state health agency

(including NY and MA), 12 (24%) reported the
education agency (24%), and 16 (33%) reported
others (e.g., developmental disabilities agencies,
early childhood offices, human services) as
responsible for administration of their early
intervention programs. State-level organization
of Part C varies across states which have been
described and analyzed using data from Tipping
Points in four broad categories:

e Private programs (57% of respondents,
n = 28): programs/agencies in a direct rela-
tionship with states are responsible for all eli-
gible children from referral through transition
in an assigned regional or local catchment
area, with services provided by program/
agency employees or contractors.

e Regional public/private (18% of respondents,
n =9): regionally based programs responsible
for initial intake (referral, service coordina-
tion, and initial IFSP development), with ser-
vices provided by practitioners or agencies
and reimbursed as contractors/vendors
through a state fiscal administrator.

e State operated (14% of respondents, n = 7):
state personnel from one (n = 5) or multiple
lead agencies (n = 2), based in state-defined
local areas, are responsible for all activities
from referral through service delivery.

e Others (10%, n = 5): alternative structures
uniquely identified by respondent states.

Funding and Sources for Early
Intervention Services

States are responsible for maintaining systems of
payments for financing of early intervention ser-
vices, which may include use of public and pri-
vate insurance and a system of parent fees that
meet federal requirements (parents cannot be
charged for functions related to child find, evalu-
ation and assessment, service coordination ser-
vices) (Individuals with Disabilities Education
Act of 2004, §§636, Individualized Family
Service Plan) (Individuals with Disabilities
Education Act of 2004, 2016d). Results of the
finance survey, based on 47 state member respon-
dents, revealed reimbursement for early interven-
tion services approaching $3.7 billion in the



28 Implementing Services for Children with ASD and Their Families Within State Early Intervention...

465

2013-2014 federal fiscal year, across all identifi-
able sources of funding. Only 15 of the 47 states
participating in the survey were able to account
for all revenues for each fund source reported,
suggesting that reimbursements were unreported
with the exception of federal Part C formula fund
grants (IDEA Infant Toddler Coordinators
Association, 2014).

States participating in the finance survey
reported a range from 2 to 15 different funding
sources supporting early intervention services,
with an average of seven fund sources. Across all
funding sources for early intervention services
reported by respondents, state funds (including
state general funds) accounted for 55% of all
reimbursements to providers for early interven-
tion services delivered to infants and toddlers and
their families participating in state Part C pro-
grams. Federal funding, largely Medicaid,
accounted for 31%, local governments accounted
for 15%, and private insurance accounted for
only 3% of provider reimbursement for early
intervention services delivered to children and
families through state Part C programs. Twenty-
one percent of finance survey respondents indi-
cated that their states have statutory requirements
related to use of private insurance for reimburse-
ment of early intervention services (IDEA Infant
Toddler Coordinators Association, 2014).

Forty-four states responding to the finance
survey reported some form of family cost partici-
pation in use in the Part C EIPs. Eleven states
reported use of private insurance (i.e., parents are
required to use insurance coverage for early
intervention services), three states reported use
only of a parent fee schedule, and fourteen states
implement both parent fee schedules and require
parents to use private insurance coverage for
early intervention services (IDEA Infant Toddler
Coordinators Association, 2014).

In a recent program year, NY reimbursements
to providers totaled $137 million in state and local
funds for early intervention services delivered to
children with an ASD diagnosis and their families.
Total reimbursements for services to children with
ASD and their families were over $200 million,
with Medicaid reimbursement of more than $67
million. MA reimbursed providers $7 million in

state funds for services to children with an ASD
diagnosis, with a total of $22.8 million across all
fund sources combined (Medicaid and commer-
cial insurance) for ASD specialty services only
(applied behavior analysis (ABA), ABA-
informed), not inclusive of other early intervention
services provided to toddlers and their families.

As noted above, Medicaid is a critical source
of funding for early intervention services deliv-
ered through state Part C programs. With respect
to children with ASD, important new guidance
was recently issued by the US Department of
Health and Human Services, Center for Medicare
and Medicaid Services (CMS). On July 7, 2014,
CMS published an Informational Bulletin indi-
cating that federal approval for autism-related
services for children, such as ABA, may be avail-
able under traditional Medicaid state plan author-
ity (Centers for Medicare and Medicaid Services,
Center for Medicaid and CHIP Services, 2014a).
CMS indicated that federal requirements for
early and periodic screening diagnosis and treat-
ment (EPSDT) entitle Medicaid-eligible children
under 21 years of age to all medically necessary
services that can be approved under a traditional
Medicaid State Plan, which would now include
autism-related services. Subsequent information
provided by CMS in September 2014 indicated
that states do not have to provide ABA therapy
per se but must provide services that produce
similar outcomes. CMS encouraged states to
develop state plan amendments and offered assis-
tance in this process (Centers for Medicare and
Medicaid Services, Center for Medicaid and
CHIP Services, 2014b).

Planned and Delivered Hours

of Service

The Tipping Points Survey asks states to respond
to two questions related to the intensity of ser-
vices delivered to children and families in their
Part C programs. First, states are asked to report
the number of planned hours of direct services
(excluding service coordination and evaluation
and assessment services) per child per month. Of
49 states participating in the 2015 survey, 24
responded to this question. The number of
planned services across these states ranged from
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1 to 12 h per month, with a median of 5 h per
month. Second, states were asked to report the
average number of direct service (excluding ser-
vice coordination and evaluation and assessment
services) per child per month. Across the 25 state
respondents, delivered service hours per child per
month ranged from less than an hour (54 min) to
12 h, with a median of 4.3 h per month (IDEA
Infant Toddler Coordinators Association, 2015).
The Tipping Points survey does not ask states
to provide data on planned and delivered services
based on the type of developmental delay or diag-
noses affecting children. In both NY and MA,
children with ASD receive a more intensive level
of services than toddlers with other disabilities or
developmental delays and their families. In NY,
on average, the median hours of service per
month delivered to toddlers with ASD is 37 and
ranges from 11 (tenth percentile) to 78 h (nineti-
eth percentile) per month. In MA, the median
hours per month of service for toddlers with ASD
is 40 h, with a range from 24 to 100 h per month.

Length of Child and Family Program
Participation

Tipping Points also asks states to report the aver-
age length of time children participate in the state
Part C program. Thirty-six states responded to
this question. Among these states, the average
length of time children and families participate in
Part C programs ranged from 9 to 36 months,
with a median of 15 months.

The Tipping Points survey does not ask states to
provide these data based on the type of develop-
mental delay or diagnoses affecting children. In
NY, children with ASD experience a similar length
of stay as other children with developmental
delays and disabilities, with an average length of
Part C program participation of 16 months. In MA,
the average length of program participation for
children with ASD and their families is 14 months.

State Identified Measurable Results
(SIMR) for State Systemic Improvement
Plans (SSIP)

Because State Systemic Improvement Plans will
be a driving force in state Part C EIPs through
2020, the Tipping Points survey was expanded to

request information from member states on the
State-Identified Measurable Result included in
those plans. Twenty-three (50%) of 49 states
responding to this question identified child out-
come indicator 3a, ‘“social-emotional develop-
ment, including positive social relationships,” as
the SIMR selected by the state in collaboration
with stakeholders (State Interagency Coordinating
Councils, parents, providers, state and local offi-
cials, etc.) (IDEA Infant Toddler Coordinators
Association, 2015). MA is included among these
states. Eleven states (24%) selected child out-
come indicator 3b, “acquisition and use of knowl-
edge and skills (including early language/
communication),” and two states selected child
outcome indicator 3c, “use of appropriate behav-
ior to meet their needs,” as the SIMR.

Three states selected family outcome indica-
tor 4c, “help their child develop and learn,” as the
SIMR. NY is among states selecting family out-
comes as the focus of the SIMR, collaborating
with stakeholders to set a state standard on NY’s
modified version of the National Center for
Special Education Accountability Monitoring
“Impact on Family” scale which encompasses all
three indicators for family outcomes (New York
State Department of Health, Bureau of Early
Intervention, 2015).

The New York Experience

New York has one of the nation’s largest early
intervention programs, delivering services to
about 65,000 infants and toddlers with disabili-
ties and their families with an Individualized
Family Service Plan (IFSP) annually. The NYS
Department of Health (NYSDOH) is the lead
agency for NY’s Early Intervention Program
(NYEIP). The NYEIP local programs are admin-
istered by 57 counties and New York City, largely
by public health agencies. Providers of early
intervention services are approved by and have
agreements with the NYSDOH to deliver ser-
vices to eligible children and their families and
include both agencies and independent practitio-
ners. Statewide, close to 15,000 professionals
participate in the NYEIP.
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Like many states across the nation, in the ini-
tial years of statewide implementation of Part C,
the NYSEIP experienced increasing referrals of
children with ASD and their families. As noted
above, participation of children with ASD and
their families has grown dramatically during the
past two decades, from 639 children reported as
having an autism diagnosis in the 1999-2000 PY
(1% of all children participating in the NYSEIP)
to 7986 in the 2014-2015 program year.

Both nationally and within N'Y, wide variation
existed in the types and amounts of early inter-
vention services provided to young children with
developmental disabilities during the first several
years of the Part C EIP implementation in the
1990s (Noyes-Grosser et al., 2005). A key chal-
lenge experienced by NY and other states across
the nation was the need for information and sup-
port for program administrators, parents, and
early intervention service providers in making
decisions about high-quality and cost-effective
evaluation, assessment, and early intervention
services for children and families referred for
Part C EIP services. This need was particularly
pressing for children with autism and their fami-
lies, given emerging evidence from research indi-
cating that early and intensive treatment could
significantly improve children’s developmental
outcomes.

Evidence-based Autism Clinical
Practice Guideline

In 1996, a multiyear effort was initiated by the
NYSDOH to develop a series of evidence-based
clinical practice guidelines focused on the identi-
fication, assessment, and intervention for young
children with developmental problems likely to
require early intervention services. The overall
goal of this effort was to improve the quality and
consistency of care for young children with
developmental disabilities by providing families,
service providers, and public officials with rec-
ommendations about best practices based on sci-
entific evidence and expert clinical opinion.

To ensure that the guidelines would have max-
imum credibility and impact, the NYSDOH

followed an established and well-accepted sci-
ence-based methodology for guideline develop-
ment used by the US Department of Health and
Human Services Agency for Healthcare Policy
and Research (later renamed the Agency for
Healthcare Research and Quality (AHRQ)). The
AHRQ clinical practice guideline methodology
is considered to be the standard for developing
evidence-based medical and healthcare clinical
practice guidelines and has been described in
numerous publications (Eddy and Hasselblad,
1995; Holland, 1995; Schriger, 1995; Shekelle
et al., 2001; Wolf, 1991, 1995). The NYSDOH
was the first to adapt the AHRQ methodology for
use in development of clinical practice guidelines
addressing assessment and intervention practices
for children with disabilities (Noyes-
Grosser et al., 2005).

Six Early Intervention Program clinical prac-
tice guidelines on assessment and interventions
for young children (0-3 years of age) were com-
pleted by the NYSEIP. The first guideline, and
arguably the guideline which has had the most
impact, was the New York State Early Intervention
Program Clinical Practice Guideline: Assessment
and Intervention with Young Children (0-3) with
autism and pervasive developmental disorders
(NY Autism Guideline). The guideline is posted
on the NYSDOH website, http://www.health.ny.
gov/community/infants_children/early_interven-
tion/disorders/autism.

A defining feature of the AHRQ methodology
is the use of a multidisciplinary consensus panel,
including clinicians, researchers, and consumers,
to review all available scientific evidence on the
guideline topic and develop consensus recom-
mendations based on the evidence. To develop
the NY Autism Guideline, the NYSEIP engaged
an expert project team and a panel comprised of
consumers, researchers, clinical experts, and
physicians (four parents of children with autism,
two developmental pediatricians, four psycholo-
gists, two speech-language pathologists, a special
educator, occupational therapist, social worker,
and psychiatrist) to review 20 years of research
and reach consensus on recommended practices
for identifying, assessing, and treating autism in
children from birth to 3 years.


http://www.health.ny.gov/community/infants_children/early_intervention/disorders/autism/
http://www.health.ny.gov/community/infants_children/early_intervention/disorders/autism/
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The panel reached consensus on a total of 256
practice recommendations for delivering services
to young children with autism/pervasive develop-
mental disorders and their families, 122 of which
addressed assessment (early identification and
screening, diagnostic, developmental, and medi-
cal assessments) and 134 of which addressed
intervention methods (general approach, behav-
ioral and education approaches, other experien-
tial approaches, and medical treatments). These
recommendations include a combination of
evidence-based (i.e., supported by scientific evi-
dence from more studies published in peer-
reviewed journals) and panel consensus opinion
recommendations (i.e., opinion based on standards
of practice in the field for which either a system-
atic literature search was conducted and no studies
were found or no systematic literature search was
completed). Each of these recommendations was
rated by the panel for strength of evidence sup-
porting the recommendation. Table 28.2 provides
a broad overview of these recommendations and
the distribution of evidence-based and consensus
opinion recommendations.

The NY Autism Guideline underwent an
extensive national peer review by 62 experts and
parents, including clinicians, researchers, and
early intervention program administrators.
Reviewers were asked to comment on the final
draft guidelines, rate them on usefulness and
understandability, and identify any research that
may have been missed by the panel that would
lend support or provide evidence to modify or
refute guideline recommendations. Comments
received through the peer review process were
reviewed by the panel at a final panel meeting.
Final decisions regarding the recommendations
were made by the panels on the basis of the
strength of evidence provided by the reviewer
and with the consensus of the full panel.

The NY Autism Guideline is intended to
guide families, service providers, and local pub-
lic officials with scientific evidence and expert
clinical opinion on effective practices for early
identification of children with ASD; conducting
evaluations and assessments that establish a
diagnosis of ASD or rule out this diagnosis, as
well as information about children’s develop-

mental strengths and needs; and determining
effective intervention strategies and reaching
agreement on the frequency, intensity, and dura-
tion of early intervention services that will result
in positive outcomes for children with ASD and
their families.

The role of the parent and the family in early
intervention services for children with ASD was
an important area of focus of the 1999 NY Autism
Guideline. Recommendations for family involve-
ment include the early intervention process which
includes the following:

Role of the Family in Assessment
and Intervention Processes

It is important that parents be involved as active
participants in all aspects of the child’s ongoing
assessment and intervention process to the extent
of their interests, resources, and abilities.

Parental involvement is important to ensure that
the family’s desired outcomes for the intervention,
as well as the family’s values and priorities, are
considered when developing the intervention plan.
It is recommended that professionals share with
parents the scientific evidence about effectiveness
of intervention methods being proposed or used, as
well as the advantages and disadvantages of the
proposed methods.

It is important for professionals working with the
child to understand and respect the family’s values,
priorities, and parenting philosophies. New York
State Department of Health, 1999, pg. 127).

Considering the Cultural Context
of the Family

A child’s life is embedded within a cultural con-
text. It is essential to consider and respect the fam-
ily’s culture when providing interventions for
children with autism.

If English is not the primary language of the fam-
ily, it is important for professionals to look for
ways to communicate effectively with the family
and the child, including use of healthcare profes-
sionals, early intervention professionals, or trans-
lators who speak the family’s language. (New York
State Department of Health, 1999, pg. 127).

In addition, the guideline includes specific
recommendations on parent involvement and
training as an important component of early
intervention service delivery to toddlers with
ASD. These are:
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Table 28.2 NYS Autism Guideline recommendations overview

Early identification and assessment

Number of evidence-based
recommendations

Number of consensus opinion
recommendations

Early identification

1

Establishing a diagnosis

3

Developmental assessment

Health evaluation

Consideration for professionals

Principles

Clinical clues

Screening

= WL O | N O | W

Autism assessment instruments

Developmental assessment

Assessing communication

Assessing social interaction

Child and family environment

General health evaluation

Associated conditions

Use of MRIs to diagnose autism

Use of SPECT to diagnose autism

Immune status

Food allergies

Yeast overgrowth

Intervention methods

Linking assessment to intervention

W

General considerations

[\S]

Role of the family

Common elements of effective
interventions

Intensive behavioral and educational
programs

Principles of behavioral techniques

Reducing maladaptive behaviors

Improving communications

Improving social interactions

Parent training

DIR model

Sensory integration

NN =W W —

Auditory integration

Facilitated communication

—

Music therapy

Touch therapy

Diet and medication

General approach

Psychoactive medications

Hormone therapies

Immunologic therapies

Anti-yeast

Vitamin therapies

Diet therapies

NN W = O
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It is important to include parents as active partici-
pants in the intervention team to the extent of their
interests, resources, and abilities. Parent involve-
ment is important to ensure that behavioral and
educational outcomes, goals, and strategies most
important to the family are incorporated in the
intervention.

It is recommended that parents be trained in behav-
ioral techniques and encouraged to provide addi-
tional hours of instruction to the child.

Parent training is important to help the family
incorporate these techniques into the daily routines
of the child and family and to ensure consistency in
the intervention approach.

It is recommended that training of parents in
behavioral methods for interacting with their child
be extensive and ongoing and include regular con-
sultation with a qualified professional. (NYS
Department of Health, 1999, pg. 140).

It is recommended that parent training be included
as an important component of comprehensive
intervention programs for children with autism.
Parent training programs may be useful because
they help support the family in caring for the child;
involve the parents in choosing intervention out-
comes, goals, and strategies that are important to
the family; help the family incorporate the inter-
vention strategies into the daily routines of the
child and family; help to ensure consistency in the
intervention approach; improve the interaction
between the parents and their child; and increase
parent satisfaction and reducing parent stress
(NYS Department of Health, 1999, pg. 150).

The guideline also included questions, based
on recommendations on interventions that may
be helpful to parents, caregivers, or other indi-
viduals when interviewing potential interven-
tion providers to work with the child and
family (New York State Department of Health,
1999, pg. 131). These questions are presented in
Table 28.3.

More than 100,000 copies of the NY Autism
Guideline are in circulation, and requests for the
guideline have been received from around the
world. Since its issuance, the guideline has been
used as an educational tool and decision-making
resource for families, primary referral sources,
public officials, and providers on evidence-based
practices for delivering early intervention ser-
vices to young children with ASD. The NYSEIP
implemented an intensive, initial statewide train-
ing effort on the guideline in 1999 and currently
offers ongoing regional training sessions for pro-
gram constituents.

To be effective and useful to clinicians, fami-
lies, and public officials, clinical practice guide-
lines need to reflect current scientific evidence.
The NYSDOH received a grant from the FAR
Fund to update the NY Autism Guideline, work
completed in 2017. A 20-member expert panel,

Table 28.3 NYS Autism Guideline: Questions to ask
providers

Questions to ask providers

The following are questions that may be helpful to
parents, caregivers, or other individuals when
interviewing potential intervention providers. These
questions were developed from the guideline
recommendations on interventions

1. What kinds of intervention, therapy, and services
do you provide? Please describe a typical day or
session

2. Do you have a particular philosophy on working
with children with autism/PDD?

3. How many hours per week do these services
require, and how much of this is one-on-one time with
the child?

4. Please describe a typical day or session.

5. What experience do the teachers and/or therapists
have in working with children with autism?

6. What experience does the person who supervises
the program have? How closely does the program
supervisor work with the therapists, teachers, and
parents?

7. What kinds of ongoing training do your full- and
part-time staffs participate in?

8. Are parents involved with planning as part of the
intervention team?

9. Do you provide a parent training program?

10. How much and what kinds of involvement are
expected of parents and family members?

11. Are parents welcome to participate in or observe
therapy and/or group sessions?

12. What techniques do you use to manage difficult
behaviors?

13. Do you ever use physical aversives or any
physically intrusive procedures? If yes, please describe
them.

14. Please describe your program for communication
and language development. Do you use a picture
communication system, sign language, other kinds of
communication systems, or all of these?

15. Are there opportunities for integration with typical
and/or higher functioning children?

16. How do you evaluate the child’s progress, and
how often?

17. How do you keep parents informed of the child’s
progress?
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including several members of the original panel,
was convened to use the AHRQ evidence-based
methodology (Shekelle et al., 2001, Holland,
1995) to complete the guideline update. Research
experts were commissioned to review new scien-
tific evidence published in peer-reviewed jour-
nals since 2000 and prepare reports and
presentations for the panel. Topic areas addressed
by these expert reviewers were ASD screening
and diagnosis, medical management (health eval-
uations and medical treatments), and early inter-
vention approaches for young children with ASD
and their families (New York State Department of
Health, 2017b). The expert reports and presenta-
tions were used by the consensus panel in their
deliberations to update the NY Autism Guideline
(New York State Department of Health, 2017b).
As part of their initial work, panelists were
asked to complete an extensive survey of all of
the original recommendations in the 1999 guide-
line, to identify those recommendations which in
the panelist’s opinion were relevant and contin-
ued to be supported by the evidence; where new
evidence had emerged such that the recommen-
dation needed to be revised; and where new evi-
dence was available to refute the recommendation.
Three subsequent meetings and several webinars
discussed the most recent scientific evidence
with the expert reviewers and collaborated to
update the original and develop new recommen-
dations. Consistent with AHRQ methodology
(Holland, 1995), a final draft of the guideline was
reviewed by 21 peer reviewers, including parents
of children with ASD, nominated by panel mem-
bers. The final Clinical Practice Guideline on
Assessment and Intervention for Young Children
with ASD, 2017 Update, incorporating revisions
based on the peer review process, consists of
three documents: the Report of the Research
Evidence, which details the expert literature
reviews used by the panel (New York State
Department of Health, 2017b); the Report of the
Recommendations, which describes the work of
the panel and includes all recommendations (New
York State Department of Health, 2017a); and the
Quick Reference Guide for Parents and
Professionals (New York State Department of

Health, 2017c). All three documents are available
on the NYSDOH website (www.health.ny.gov/
community/infants_children/early_intervention/
memoranda.htm).

The important role of parents in all aspects the
early intervention process for young children with
ASD is reflected in panel recommendations
included throughout the 2017 update. In addition,
the 2017 update includes the following new recom-
mendations on parent-mediated approaches to
intervention and on family well-being and support:

Parent-Mediated Approaches

It is recommended that parent-mediated interven-
tions be offered to parents as part of a comprehen-
sive plan of early intervention services for parents
and young children with ASD.

If a child spends significant amounts of time with
other caregivers beside the parents (e.g., grandpar-
ents, nannies, daycare staff), these caregivers
should be provided the opportunity to learn strate-
gies for promoting learning objectives during
familiar daily routines.

It is recommended that parent-mediated interven-
tions be implemented with sufficient duration and
intensity to effectively increase children’s learning
opportunities during a broad range of familiar
daily life routines.

It is recommended that comprehensive parent-
mediated interventions be implemented in the
child’s natural environment whenever possible.
This includes the families’ home, the child’s day-
care, and various community locations.

It is recommended that the intensity, duration, and
context of comprehensive parent-mediated inter-
ventions be adapted in ways that reflect the child’s
schedule, the parents’ time constraints, and the
families’” physical and social home environment.
(New York State Department of Health, 2017a,
pages 71-72).

Family Support

It is important to recognize that parents with chil-
dren with ASD often experience high levels of
stress.

It is recommended that when professionals are
interacting with families that they be aware of and
be sensitive to family and caregiver well-being and
increased stress levels of caregivers of young chil-
dren with ASD.


http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
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Families may benefit from referrals to other
resources in their community and information and
support that may be of assistance.

It is important to recognize that many families can
benefit from peer to peer support and should be
provided information about parent support groups
in their area.

It is recommended that families who are experi-
encing stress in raising their children with ASD be
referred to mental health support services. (New
York State Department of Health, 2017a, 2017b,
pages 71-72).

In addition to the NY Autism Guideline, the
NYSDOH has completed two other major proj-
ects to improve early intervention services for
young children with ASD and their families. In
2010, the NYSDOH was the recipient of a state
implementation grant to improve services for
children and youth with ASD and other develop-
mental disabilities and their families from the
Maternal and Child Health Bureau, Health
Resources and Services Administration, US
Department of Health and Human Services. A
major area of focus for this grant was to imple-
ment training programs and resources for pedia-
tricians to adhere to American Academy of
Pediatrics (AAP) guidelines for the identifica-
tion, evaluation, and management of children
with ASD, including universal screening of tod-
dlers at 18 and 24 months for possible autism
(Johnson et al., 2007). The NYSDOH collabo-
rated with the NYS Chapter of the AAP to
develop a Best Practice Protocol for Universal
Screening of Young Children for ASDs by
Pediatric Primary Care Providers, available on
the NYSDOH website at: http://www.health.ny.
gov/community/infants_children/early_interven-
tion/autism/docs/best_practice_protocol.pdf. A
companion physician’s desk reference on early
identification, diagnosis, and referral for early
intervention services was published and distrib-
uted to 4500 members of AAP across NY State.

More recently, the NYSDOH Bureau of Early
Intervention completed a large study to evaluate
the impact of participation in Part C services on
toddlers with ASD and their families, funded by
the US Department of Health and Human Services,
Health Resources and Services Administration,
Maternal Child Health Research Program.

In the first phase of this study, concept map-
ping methodology (Kane & Trochim, 2007) was
used with stakeholders representing diverse per-
spectives to identify the ASD-specific child and
family outcomes expected to be achieved through
EIP participation. A detailed description of the
concept mapping study is reported in Noyes-
Grosser et al. (2013).

During the brainstorming phase, 724 child and
family ASD outcome items were generated by
study participants and reduced by the research
team to a set of 105 items (54 child-related and
51 family-related outcomes) representing the
breadth and depth of the initial brainstormed con-
tent for use in sorting and rating activities. The
study found moderately strong agreement
between parent and professional ratings of the
importance of child and family outcomes to be
achieved through early intervention program par-
ticipation. Moderate agreement was also found
between parent and professionals on ratings of
the likelihood that EIP services will impact child
and family outcomes (Noyes-Grosser et al.,
2013).

Among the family outcome items, those with
the highest ratings on importance and likelihood
by parents and professionals were:

e Learn ways to help their child develop basic

social interaction skills.

* Be supported and educated in understanding

their child’s diagnosis.

¢ Know and understand their rights with respect

to early intervention services.
e Learn ways to promote positive behavior.
e Carry over techniques used by therapists and

teachers and use these with their children (Noyes-
Grosser et al., 2013, page 346, Table 28.3).

Among the child outcomes, those with the
highest ratings on importance and likelihood by
parents and professionals were:

e Learn how to communicate needs and wants
using spoken language, sign language, or assis-
tive device.

¢ Be able to seek assistance when distressed.

e Learn appropriate skills and behaviors to par-
ticipate in social, educational, and recreational
activities with other children.

e Develop trusting relationships with caregivers.

* Be able to handle every day transitions (Noyes-
Grosser et al., 2013, page 3345, Table 28.2).


http://www.health.ny.gov/community/infants_children/early_intervention/autism/docs/best_practice_protocol.pdf
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In a subsequent phase of this study, the child
and family outcomes generated by stakeholders
in concept mapping were integrated into existing
NY Impact on Child (NYICS) and Impact on
Family (NYIFS) scales included in the annual
family survey conducted by the NYSEIP for pro-
gram evaluation and federal reporting purposes
(Elbaum et al., 2014). These scales measure the
extent to which early intervention services are
helpful to families in achieving child outcomes
(NYICS) and family outcomes (NYIFS) expected
from program participation (Noyes-Grosser and
Elbaum, 2011). The NYIFS scale is a modified
version of the national Impact on Family Scale
developed by the National Center for Special
Education Accountability Monitoring (Fisher
et al., 2012), currently in use by 23 states for col-
lection and reporting of family outcome data
required by the US Department of Education,
Office of Special Education Programs (Early
Childhood Outcomes Center, 2015).

Families participating in the study were asked
to complete a family survey with these modified
NYSICS and NYSIFS, among other child and
family outcome measures, as they exited the
NYSEIP and the study. A total of 167 families in
the ASD group and 95 families in the comparison
group completed and returned the family survey.

Analyses completed on the results found no
meaningful differences in how families in both
groups responded to these scales, suggesting that
a common set of items can be used for families
receiving early intervention services, including
children with ASD, for program evaluation pur-
poses (Elbaum et al., 2014). Based on these
results, the NYSEIP has revised the annual family
survey completed by families of children exiting
the program to include a subset of the ASD-
specific items generated through this study in the
NYICS and NYIFS scales. Both scales hold
promise for state-level efforts to evaluate out-
comes of early intervention services on children
and families participating in state early interven-
tion programs, including children with ASD and
their families (Noyes-Grosser et al., in press).*

“The NY State Family Survey, including the NYS Impact
on Child and Impact on Family Scales, are available from

The Massachusetts Experience

By the late 1990s, the Massachusetts Department
of Public Health (MA DPH), Part C lead agency,
was concerned about meeting the needs of the
increasing numbers of very young children iden-
tified with ASD. The MA DPH contracts with
local Early Intervention Programs (MA EIPs)
who are responsible for delivering evaluations,
service coordination services, and therapeutic
and support services when selected by families
residing within the MA EIPs’ designated catch-
ment areas.

Existing MA EIPs did not have appropriately
trained staff to deliver the clinical approaches
most effective for this population. Resources to
train staff with traditional early intervention dis-
ciplines (for example, special instruction, speech
language pathology, occupational therapy, etc.)
to meet this need in a reasonable time frame
were insufficient, and changing the rate system
for MA EIPs to accommodate intensive behav-
ioral intervention would have been a time-
consuming process. A request for response was
issued to solicit providers able to offer intensive
intervention to children with a diagnosis on the
autism spectrum and work in conjunction with
MA EIPs to address the needs of the family
related to enhancing the child’s development.
Applicants responded to a competitive process
that required demonstration of:

e Expertise in addressing the needs of very
young children with ASD

e Ability to asses a child’s functional skills
across domains impacted by ASD

e Use of an evidence-based developmental
approach designed to address the core
components of ASD, with a focus on promot-

the NYS Department of Health, Bureau of Early
Intervention Program, upon request beipub@health.ny.
gov, Room 208 Corning Tower Building, Albany, NY
12237-0660.
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ing communication, social interaction, and
play skills

* Ability to provide planned, systematic instruc-
tion based on the ongoing assessment of the
child’s strengths and needs

* Use of a functional behavioral assessment and
support plan to decrease challenging behavior
and increase appropriate behavior when
indicated

e Commitment to work in collaboration with
MA EIPs to address parent needs for technical
assistance around promoting skill develop-
ment, meeting behavioral challenges, and
generalization of skills into the child’s natural
routines through individual and group net-
working opportunities

o Staffing patterns reflective of current creden-
tialing and licensing requirements for per-
forming child assessments, developing
treatment plans, and training and supervision
of direct care staff in the intervention approach
used by the program

e Administrative capacity to meet MA DPH
specifications regarding billing requirements
and clinical record keeping and comply with
MA EIP operational standards, health and
safety standards, procedural safeguards and
due process procedures, and other program
requirements

The MA DPH contracted directly with the
initial group of Specialty Service Providers
(SSPs) selected through the competitive pro-
posal process in 1998 and provided operational
procedures to establish consistency in service
provision across the state, a claims submission
system, monitoring to assure fiscal and clinical
accountability, and administrative support.
SSPs have increased in number and approach
since that time. Currently, 16 provider agencies
use a range of intervention approaches to
address the core characteristics of ASD (includ-
ing applied behavioral analysis, Early Start
Denver Model (Rogers & Dawson 2009a,
2009b) and Interventions Based on the
Developmental, Individual Difference,
Relationship (DIR or “Floortime”) Model
(Greenspan & Weider, 1997).

Services are selected in collaboration with
families, using an Individualized Family Service
Plan (IFSP). Services and staff reflect the cul-
tural, linguistic, and ethnic composition of the
state and of the families served. Programs must
demonstrate a commitment to respond to the
diversity of families in their communities. MA
EIPs and Specialty Services Providers focus on
the family unit, recognizing the crucial influence
of the family on development. Children and fami-
lies receive individualized services in accordance
with the outcomes identified in the IFSP.

Intervention is designed to include the child,
staff member(s), and parent or designated care-
giver. Parents are strongly encouraged to partici-
pate in intensive services. Determinations of the
number of hours per week of service are individ-
ualized, based on particular child and family cir-
cumstances. Factors such as the child’s age,
prevalence of the core characteristics of autism,
behavioral characteristics, rate of progress,
schedule of ancillary services, and family avail-
ability are taken into consideration. The service
plan can be adjusted at any time as child and fam-
ily needs change and are documented through the
IFSP review process.

The growth in the SSP system has exceeded all
expectations for a variety of reasons. There is near
universal health insurance coverage for children
in Massachusetts, which provides fiscal support
for diagnostic services. There are a number of
medical schools in Massachusetts that train devel-
opmental pediatricians and neurologists and sev-
eral specialized diagnostic centers that focus on
ASD and are committed to providing appoint-
ments for young children as quickly as possible.
An active Massachusetts Act Early team has pro-
moted the growing national focus on early screen-
ing and identification of developmental disabilities
promulgated by the US Department of Health and
Human Services, Centers for Disease Control and
Prevention (Centers for Disease Control and
Prevention, 2016). The average age of diagnosis
of ASD for children in the Part C EIP in MA is
under 26 months of age, and the number of young
children identified with ASD from birth to age 3
cohort continues to increase, with 1 in 78 children
in the 2010 MA birth cohort diagnosed with ASD
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by the time they reached 36 months of age
(Manning & Kernan, 2015).

Dramatic growth typically equates with dra-
matic cost increases for the MA DPH Part C pro-
gram. Autism-related services consumed ever
increasing percentages of the MA DPH Part C
budget annually. It was anticipated that legisla-
tion mandating insurance coverage for medically
necessary services for individuals with ASD
enacted in 2010 (Massachusetts GL 2010, H4935,
An Act Relative to Insurance Coverage for
Autism) would somewhat mitigate the fiscal
demand on the MA DPH Part C program.
However, the impact of this law, known as the
ARICA Law, was minimal as most families
whose health plans offered this benefit were
reluctant to take on the burden of meeting private
insurers co-payments and deductibles when they
already had access to appropriate services for
their young children with ASD through the MA
Part C program.

Historically, the federal Centers for Medicare
and Medicaid Services (CMS) deemed ABA and
certain other autism-related services to be facili-
tative and therefore not coverable under tradi-
tional Medicaid state plan authority as a standard
benefit. In 2011, the MassHealth, the State
Medicaid, and the Child Health Insurance
Program received approval under an existing
1115 demonstration waiver to provide ABA ser-
vices through the MA DPH’s intensive early
intervention program, delivered by MA EIPs and
SSPs to any eligible child under age 3. While
navigating the waiver process, MassHealth and
CMS were challenging; ultimately it was appar-
ent that CMS was interested in working with MA
to explore ways to support for behavioral inter-
ventions for young children with ASD.

The CMS application required specification of
proposed treatment approaches for young chil-
dren with ASD. Both ABA-based and DIR/
Floortime-based treatment was proposed; how-
ever, only ABA-based treatment and the Early
Start Denver Model (Rogers & Dawson, 2009a,
2009b) were approved as part of the delivery sys-
tem by CMS. The MA EIP has continued to sup-
port the provision of DIR/Floortime (Greenspan
& Weider, 1997)-based treatment as it is recom-

mended by some diagnosticians and sought by
families.

Implementation of the CMS waiver required
systemic changes, most significantly in the meth-
odology of contracting with SSPs. Prior to the
waiver, all appropriate claims by SSP providers
were processed and satisfied by the MA
DPH. MA EIPs had no responsibility for assuring
the appropriateness of claims, and SSPs were
accustomed to the practice management system
DPH had developed. When the CMS waiver was
approved, SSPs were required to establish con-
tracts with community MA EIPs, as only certified
MA EIPs could submit claims to MassHealth.
Implementation required significant guidance
and training to the MA EIPs and SSPs communi-
ties to orchestrate a change not only in billing
rules but in the relationships between MA EIPs
and SSPs.

MA DPH prepared for the changes more than
a year in advance of the implementation date,
working with SSPs, MA EIPs, and MA DPH Part
C practice management system developers to
make the transition as smooth as possible. New
billing procedures assured that there would be no
interruption in MA EIP or SSP services, or in the
panel of SSPs available to children with ASDs
and their families, when the waiver was initiated
in July 2012. Qualitative and quantitative analy-
ses conducted by an independent evaluation
entity determined that the transition was seam-
less from the family perspective but challenging
for all MA EIP and SSP system administrators
and billing staff. Despite this, service access, pro-
vision and utilization did not seem to be impacted,
and transition activities were thought to be invis-
ible to children, families, and direct service pro-
viders. The contracting shift has facilitated more
communication between MA EIP and SSPs, pro-
moted effective service coordination, and pro-
vidled a more comprehensive approach for
children and families.

The MA Part C program has had a long stand-
ing positive relationship with the private insur-
ance community in the state. Private insurers were
kept informed about the progress of the CMS
waiver and expressed interest in replicating a sim-
ilar model within their systems. A number of the
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major private insurance providers opted to roll out
intensive behavioral services for children with
ASD through their existing contracts with MA
EIPs with the proviso that families would not be
responsible for co-payments or deductibles.

This resulted in a significant shift in costs for
intensive behavioral services from the MA DPH
Part C program to private insurers. Private health
plans typically applied the policies developed to
implement the ARICA legislation to the MA
DPH Part C program ASD benefit. Submission of
a physician or licensed psychologist’s diagnosis,
an initial assessment of the child, and a detailed
treatment plan developed by a board certified
behavior analyst (BCBA) were typically required
as part of the prior approval process. SSPs had to
meet the private insurer’s specifications for ABA-
based service providers. DPH initiated a gradual
rollout of this transition to coverage by private
health plans to give MA EIPs the opportunity to
accommodate the significant changes in practice
management systems and prior authorization
processes necessitated by this change.

From the initiation of autism specific service
in the late 1990s, MA DPH reimbursed via a unit
rate of service for a specific dollar amount. The
initial rates were tied to a similar service type that
had been implemented previously by MassHealth.
For many years forward, these rates were exclu-
sively paid by the MA DPH with either (or both)
state appropriated funding or IDEA funds
through the state Part C formula grant.

As efforts progressed seeking additional pay-
ment sources to support ASD services, including
those for infants and toddlers, MA DPH staff and
stakeholders worked in concert to identify and
maximize to the extent possible these resources.
As noted above, the MA DPH had been particu-
larly successful in working cooperatively with
public and private insurers to fund Part C ser-
vices, and these sustainability efforts were pur-
sued based upon that historic success. MA DPH
staff were acutely aware that to be successful in
working with insurance partners, autism services
had to be defined within a unit of service
context.

Coverage for treatment and diagnosis of ASD
achieved through passage of ARICA in 2010

moved the question of broad-based coverage to
the forefront of stakeholder’s advocacy. This leg-
islation was consistent with many efforts in many
states led by Autism Speaks (Autism Speaks,
2016). While this legislation affected only certain
types of healthcare policies, private insurers, the
state insurance plan covering employees and
retirees, hospital service plans, and HMOs are all
required to comply with the autism coverage
mandate. Although many employers have “self-
funded” plans regulated under a federal law and
were not subject to ARICA, a majority of “self-
funded” plans in MA have covered autism
treatments.

This action, while predating ongoing consid-
eration of broad payment coverage by the federal
Center for Medicaid and Child Health Insurance
Programs, did lay critical groundwork for accep-
tance by public health coverage as well. MA
DPH staff approached the state Medicaid pro-
gram post passage of ARICA seeking a possible
opening to cover infants and toddlers. These
actions, coupled with MassHealth’s desire to be
assistive, took the form of a possible waiver from
the Center for Medicaid and Medicare Services
(CMS). This relationship focused on utilization
of a federal 1915 Demonstration Waiver which
was ultimately approved and implemented in
MA state fiscal year 2013. The result of fiscal
effort has led to a robust system of autism ser-
vices within a shared public and private payment
model.

Conclusions and Future Directions

The national Part C Early Intervention Program
under the Individuals with Disabilities
Education Act offers very young children with
ASD and their families the opportunity to par-
ticipate in statewide, comprehensive, multidis-
ciplinary service delivery systems strongly
grounded in principles of family-centered care.
While the financing of early intervention ser-
vices varies across states, including the extent
to which family cost participation in early
intervention services is required, all families of
infants and toddlers from birth to 3 years must
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be provided, at no cost, with the opportunity to
have their child identified (child find); receive
case management (service coordination ser-
vices); engage in a multidisciplinary evaluation
to determine eligibility and assess the child’s
developmental needs and strengths and an
optional family-directed assessment of the fam-
ily’s resources, priorities, and concerns; and
participate in the development of an
Individualized Family Service Plan (IFSP) and
implementation of that plan with parent con-
sent. State Part C programs are remarkable
among early childhood delivery systems in
their comprehensive approach and the entitle-
ment to needed services for infants and toddlers
who meet state eligibility criteria.

During the past two decades, the estimated
prevalence of ASD among toddlers has changed
dramatically, from a relatively rare condition to a
disorder impacting 1 in 59 children (Baio et
al., 2018). Children with ASD and their families
are increasingly engaged in Part C EIPs, creating
tremendous opportunities to improve their devel-
opmental outcomes and their families’ abilities to
help their children and the quality of life for their
family. State administrators of Part C have been
at the center of the changing landscape of ser-
vices for young children with ASD and their fam-
ilies — uniquely challenged by the increasing
demands on the service delivery system and
uniquely positioned to offer help and support.

In considering how to work within state Part C
programs to provide services to toddlers with
ASD and their families, it is important for stake-
holders to understand these programs by design
and definition are very diverse. As discussed ear-
lier in this chapter, data collected by the IDEA
Infant Toddler Coordinators Association with
member states demonstrate that states have dif-
ferent approaches to conceptualizing, financing,
and delivering services to children with ASD and
their families, within the framework IDEA Part C
requirements.

Our colleagues in the IDEA Infant Toddler
Coordinators Association identified some of
these challenges and opportunities, and we close
this chapter with our collective thoughts and
compelling questions that remain to be addressed

as we strive to deliver high-quality early inter-
vention services for toddlers with ASD and their
families.

Financing

States have had varied success in accessing third-
party payers for reimbursement for early inter-
vention services. Both NY and MA have been
successful at accessing Medicaid reimbursement
for early interventions, and MA has been the
most successful state in the nation in accessing
private insurance for early intervention services
generally and now for specialty ASD services to
children and families in the early intervention
program. Increasingly, providers of early inter-
vention services may need to meet potentially
higher licensing and certification requirements
for delivery of services to children with ASD and
their families established by insurers or in state
laws on insurance coverage for individuals
impacted by ASD.

Service Delivery Approaches

In our experience, it is important to consider how
the types of specialized and intensive services
needed by children with ASD and their families
can be coordinated and integrated within the Part
C framework for early intervention services for
all infants and toddlers with disabilities and
developmental delays and their families. Some
states, including MA, have developed specialty
providers for toddlers with ASDs, and others,
such as NY, have integrated ASD services across
their provider systems. Regardless of the
approach, states can expect an increase in growth
of children with ASDs when specialized pro-
grams and services are developed to address the
specific needs of these children and their
families.

States are experiencing a high demand for
highly qualified and experienced personnel with
knowledge and expertise in delivering services to
toddlers with ASD consistent with evidence-based
practices, including service delivery in natural
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environments with typically developing peers.
Personnel needs experienced by Part C programs
include the need for teams of providers with
training and certification in applied behavior
analysis and other intensive behavioral interven-
tion approaches to coordinate interventions and
family supports. Strategies for supervision and
monitoring to ensure high-quality service deliv-
ery are critical in states that rely on independent
practitioners and contractors to deliver early
intervention services.

Increasingly, state Part C programs will be
competing with other service delivery systems
for personnel with expertise in ASD services, as
has been the experience in MA. A challenge for
many states is balancing the fiscal demands asso-
ciated with funding early intervention services
and those needed to implement Part C federal
requirements, including comprehensive systems
of personnel development. Limited resources
often mean a shift of funding from preservice and
in-service training to support for direct services.
Partnerships with other personnel development
systems, especially institutes of higher education
and resources such as training programs funded
by the US Department of Health and Human
Services, Maternal and Child Health Bureau
(University Centers for Excellence in Disabilities,
Leadership in Neurodevelopmental Disabilities,
Developmental Behavioral Pediatrics, etc.), can
be important resources for state Part C programs
(US Department of Health and Human Services,
Health Resources and Services Administration,
Maternal and Child Health Bureau (http://mchb.
hrsa.gov/training/index.html)).

Measuring/Reporting Results

At the national level, the US Department of
Educations Office of Special Education Programs
is moving from compliance to results-driven
accountability. For more than a decade, states
have been required to collect and report child and
family outcome data for children and families in
Part C, including those with ASD. Because of
these new requirements and state efforts to imple-
ment them, the use of state data systems for pro-

gram evaluation purposes holds new promise.
States will increasingly have the ability to ana-
lyze information on the ASD diagnosis/identify
trends (e.g., age of child, diagnosis, by whom)
and child and family outcomes. In this context, it
is important to recognize that standardized devel-
opmental assessment tools may be inadequate to
measure child and family outcomes being
achieved through participation in state early
intervention systems. There is a high need for
child and family outcome measurement strate-
gies that are appropriate to use pre- and post-
intervention to provide helpful outcome
information for children and families with
ASD. NY’s Impact on Child and Impact on
Family Scales are potential promising approaches
for measuring outcomes and engaging families in
the program evaluation process (Noyes-Grosser
et al., in press).

We view ongoing research specific to the very
young child with ASD and their families as
essential, particularly with respect to promising
new approaches, such as parent-mediated inter-
vention models and comprehensive programs
such as the Early Start Denver Model (Rogers &
Dawson 2009a, 2009b). Efforts to identify family
characteristics that predict parent support of
intervention approaches and link to treatment
efficacy are essential. Some parent-mediated
approaches (e.g., Hanen Centre “More Than
Words”;  http://www.hanen.org/Programs/For-
Parents/More-Than-Words.aspx) that are rou-
tinely delivered by early intervention providers
may be viewed as methods or approaches to ser-
vice delivery that are available and may be appro-
priate for any child and family receiving early
intervention services, and not necessarily as
methods or approaches specific to toddlers with
ASD and their families.

Given the insistence of public and private
insurance payers that treatment approaches for
children with ASD are based on scientific evi-
dence, it is important that professionals commit-
ted to parent- implemented intervention continue
to research and document positive outcomes
from these approaches. As the field continues to
evolve, strategies to informing policymakers,
health plan decision-makers, early intervention
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providers, families, and public officials about sci-
entific evidence validating intervention and treat-
ment efforts will be important to ensure access to
high-quality, effective intervention methods for
children with ASD and their families. Evidence-
based guidelines on recommended practices for
assessment and intervention with young children
with ASD and their families offer an approach to
integrating scientific evidence with recom-
mended practices for informing all stakeholders.
The following are specific considerations for
states when deliberating expansion of services to
young children with ASD and their families:

* Financing: Is there state legislation mandating
autism-related coverage? Does the state
Medicaid program have a mechanism for
funding these services (e.g., incorporated in
the state Medicaid plan or regulations or
waiver program)? How does it impact the
state’s Part C program? Does such coverage
mandate maximum benefits in dollar or hours
of service amounts? Should the state’s Part C
program reflect similar limitations?

e Eligibility: Methods for establishing eligibil-
ity for ASD-specific services delivered
through the state’s Part C program have sig-
nificant implications. Massachusetts elected
to use a diagnosis of ASD conferred by a phy-
sician or licensed psychologist that reflected
autism legislation and MassHealth eligibility
criteria to confer eligibility for ASD-related
intervention, which casts a rather wide net of
eligible children. The MA DPH provides
guidance indicating that a differential diagno-
sis by a licensed practitioner working within
his/her scope of practice who is qualified and
experienced in providing ASD evaluation ser-
vices is preferred. Other states require sub-
stantiation of the diagnosis through
administration of a recognized ASD diagnos-
tic instrument. This narrows the eligibility net
for ASD services as some diagnostic instru-
ments are not sensitive in identifying very
young children on the spectrum.

e Work force: Is there a cadre of appropriately
trained personnel in the state’s Part C program
or is there a need to collaborate with other

service delivery systems for a provider net-
work? Can the staffing requirements of the
state Medicaid program and private insurance
providers be met within the state’s Part C pro-
gram? What credentialing and licensing
requirement exist in the state? Do qualified
personnel as defined in the state’s Part C pro-
gram meet ABA-based credentialing require-
ments? What additions to academic
preparation, professional experience, or con-
tinuing education expectations need to be
made to ensure availability of personnel to
deliver the types of services and intervention
methods needed by young children with ASD
and their families?

e Practice management systems: What changes
or enhancements may be necessary to Part C
EIP billing and reimbursement systems to
comply with public and private third-party
payer requirements for claims submission and
transmittal (e.g., diagnostic codes, procedure
codes, policyholder information, compliance
with federal Health Information Portability
and Accountability Act (HIPAA) require-
ments, etc.)?

o Infrastructure: Is there sufficient capacity in
the state’s Part C EIP to design and oversee an
expanded service system, either internally or
through external contracting? Private and pub-
lic health insurers expect Part C participation
in the monitoring of medical necessity deter-
minations for ABA-based treatment, ensure
timeliness of service delivery, document
improvement and sustainability of functional
abilities of enrolled children, and measure the
effectiveness of treatment type and staff
training.

References

Autism Speaks (2016). http://www.autismspeaks.org/site-
wide/autism-insurance-reform. Accessed Feb 2016.
Barger, B., Rice, C., Shaw, E., Squires, J., Noyes, D., &
Kavulic, C. Use of diagnosed conditions for Part C
Early Intervention (EI) Service Eligibility. The 31st
Annual International Conference on Young Children
with Special Needs and Their Families, Division for


http://www.autismspeaks.org/site-wide/autism-insurance-reform
http://www.autismspeaks.org/site-wide/autism-insurance-reform

480

D. M. Noyes-Grosser et al.

Early Childhood (DEC) of the Council for Exceptional
Children (CEC), 7-9 October 2015, Atlanta, GA.

Boyd, B., Odom, S., Humphreys, B., & Sam, A. (2010).
Infants and toddlers with autism spectrum disorder:
Early identification and early intervention. Journal of
Early Intervention, 32(2), 75-98.

Baio, J., Wiggins, L., Christensen, D.L., Maenner,
M.J., Daniels, J., Warren, Z,..Dowling, N.F. (2018).
Prevalence of autism spectrum disorder among chil-
dren aged 8 years - Autism and Developmental
Disabilities Monitoring Network, 11 Sites, United
States, 2014. MMWR Surveillance Summaries,
67(No. SS-6):1-23.

Centers for Disease Control and Prevention (2014).
Prevalence of autism spectrum disorder among chil-
dren aged 8 years — Autism and developmental dis-
abilities monitoring network, 11 Sites, United States,
2010, MMRW 2014;63;63 (SS--2), pp. 1-21.

Centers for Disease Control and Prevention (2016).
Autism spectrum disorders — Basic facts. Accessed
Feb 2016. www.cdc.gov.ncbddd/autism/index.html

Centers for Medicare and Medicaid Services, Center
for Medicaid and CHIP Services (2014a, July).
Clarification of medicaid coverage of services to
children with autism. CMCS Informational Bulletin.
Accessed https://www.medicaid.gov/Federal-Policy-
Guidance/Downloads/CIB-07-07-14.pdf

Centers for Medicare and Medicaid Services, Center for
Medicaid and CHIP Services (2014b, September).
Medicaid and CHIP FAQs: Services to address
autism. Accessed Feb 2016. https://www.medicaid.
gov/federal-policy-guidance/downloads/faq-09-24-
2014.pdf

Dempsey, 1., & Keen, D. (2008). A review of processes
and outcomes in family-centered services for children
with a disability. Topics in Early Childhood Special
Education, 28, 42-52.

Early Childhood Outcomes Center (2015). State
approaches to family outcomes measurement: Part
C Indicator 4, FFY 2013. Accessed Feb 2016. http://
ectacenter.org/eco/assets/pdfs/map_partfamily.pdf

Early Intervention Family Alliance. Accessed Feb 2016.
www.eifamilyalliance.org

Eddy, D. M., & Hasselblad, V. (1995). Analyzing evi-
dence by the confidence and profile method. In K. A.
McCormick, S. R. Moore, & R. A. Siegel (Eds.),
Clinical practice guideline development: Methodology
perspectives (pp. 41-51). Rockville, MD: Agency
for Health Care Policy and Research, Public Health
Service, U.S. Department of Health and Human
Services (AHCPR Publication No. 95-0009).

Elbaum, B., Noyes-Grosser, D.M., Siegenthaler,
K., Romanczyk, R., Cavalari, R., Carter, R.L.,
Barczykowski, A.L., & Zopluoglu, C. Utility of items
specific to families of a child with an autism spectrum
disorder. Presented at the International Meeting for
Autism Research, 14-17 May 2014, Atlanta, GA.

Fisher, W. P, Jr., Elbaum, B., & Coulter, W. A. (2012).
Construction and validation of two parent-report
scales for the evaluation of early intervention pro-

grams. Journal of Applied Measurement,
57-76.

Greenspan, S., & Weider, S. (1997). Developmental pat-
terns and outcomes infants and children with disorders
in relating and communicating: A chart review of 200
cases of children with autism spectrum diagnoses.
Journal of Developmental and Learning Disorders, 1,
87-114.

Holland, J. P. (1995). Development of a clinical practice
guideline for acute low back pain. Current Opinion in
Orthopedics, 6, 63—69.

IDEA Infant and Toddler Coordinators Association.
Association Information. IDEA Infant Toddler
Coordinators Association. Accessed Feb 2016. http://
www.ideainfanttoddler.org

IDEA Infant Toddler Coordinators Association
(2014). 2014 Finance survey. IDEA Infant Toddler
Coordinators Association. Accessed Feb 2016. http://
ideainfanttoddler.org

IDEA Infant Toddler Coordinators Association (2015).
2015 State challenges survey. IDEA Infant Toddler
Coordinators Association. Accessed Feb 2016. http://
ideainfanttoddler.org

Individuals with Disabilities Education Act of 2004,
U.S.C. §§631 (2016a). Accessed Feb 2016. http:/
www.ed.gov

Individuals with Disabilities Education Act of 2004,
U.S.C. §§635 (2016b). Accessed Feb 2016. http://
www.ed.gov

Individuals with Disabilities Education Act of 2004,
U.S.C. §§616 (2016c). Accessed Feb 2016. http://
www.ed.gov

Individuals with Disabilities Education Act of 2004, USC
Section 636 (2016d). Accessed Feb 2016 www.ed.gov

Infant and Toddler Coordinators Association (2013). Child
count data charts. IDEA Infant Toddler Coordinators
Association. Accessed Feb 2016. http://ideainfanttod-
dler.org

Johnson, C. P., Myers, S. M., & the Council on Children
with Disabilities. (2007). Identification and evaluation
of children with autism spectrum disorders. Pediatrics,
120, 1183-1215.

Kane, M., & Trochim, W. M. K. (2007). Concept map-
ping for planning and evaluation. Thousand Oaks,
CA: Sage Publications.

Lord, C., & Bishop, S. (2010). Autism Spectrum Disorder:
Diagnosis, prevalence, and services for children and
families. Social Policy Report, 24(2), 1-21.

Manning, S., & Kernan, G. (2015). Early Diagnoses of
Autism Spectrum Disorders (ASDs) in MA: Birth
Cohort 2001-2010. Massachusetts Department of
Public Health, Boston, MA.

New York State Department of Health, Bureau of Early
Intervention (2015). IDEA Part C Profiles. Accessed
Feb 2016. http://www.health.ny.gov/statistics/
community/infants_children/early_intervention

New York State Department of Health, Bureau of Early
Intervention (2017a). Clinical practice guideline on
assessment and intervention services for young chil-
dren with autism spectrum disorder: 2017 update,

13(1),


http://www.cdc.gov.ncbddd/autism/index.html
https://www.medicaid.gov/Federal-Policy-Guidance/Downloads/CIB-07-07-14.pdf
https://www.medicaid.gov/Federal-Policy-Guidance/Downloads/CIB-07-07-14.pdf
https://www.medicaid.gov/federal-policy-guidance/downloads/faq-09-24-2014.pdf
https://www.medicaid.gov/federal-policy-guidance/downloads/faq-09-24-2014.pdf
https://www.medicaid.gov/federal-policy-guidance/downloads/faq-09-24-2014.pdf
http://ectacenter.org/eco/assets/pdfs/map_partfamily.pdf
http://ectacenter.org/eco/assets/pdfs/map_partfamily.pdf
http://www.eifamilyalliance.org
http://www.ideainfanttoddler.org/
http://www.ideainfanttoddler.org/
http://ideainfanttoddler.org/
http://ideainfanttoddler.org/
http://ideainfanttoddler.org/
http://ideainfanttoddler.org/
http://www.ed.gov
http://www.ed.gov
http://www.ed.gov
http://www.ed.gov
http://www.ed.gov
http://www.ed.gov
http://ideainfanttoddler.org/
http://ideainfanttoddler.org/
http://www.health.ny.gov/statistics/community/infants_children/early_intervention/
http://www.health.ny.gov/statistics/community/infants_children/early_intervention/

28 Implementing Services for Children with ASD and Their Families Within State Early Intervention...

481

report of the recommendations. New York State
Department of Health, Bureau of Early Intervention,
Room 208 Corning Tower Building, Albany,
New York. Accessed Nov 2017. http://www.health.
ny.gov/community/infants_children/early_interven-
tion/memoranda.htm

New York State Department of Health, Bureau of Early
Intervention (2017b). Clinical practice guideline on
assessment and intervention services for young chil-
dren with autism spectrum disorder: 2017 update,
report of the research evidence. New York State
Department of Health, Bureau of Early Intervention,
Room 208 Corning Tower Building, Albany,
New York. Accessed Nov 2017. http://www.health.
ny.gov/community/infants_children/early_interven-
tion/memoranda.htm

New York State Department of Health, Bureau of Early
Intervention (2017c). Clinical practice guideline on
assessment and intervention services for young chil-
dren with autism spectrum disorder: 2017 update,
quick reference guide for parents and profession-
als. New York State Department of Health, Bureau
of Early Intervention, Room 208 Corning Tower
Building, Albany, NY. Accessed November, 2017.
https://www.health.ny.gov/publications/20152.pdf

New York State Department of Health, Early Intervention
Program (1999). New York State Early Intervention
Program Clinical Practice Guideline on Autism/
pervasive developmental disorders, Assessment and
Intervention For Young Children (Age 0-3 Years).
New York State Department of Health, Bureau
of Early Intervention, Room 208 Corning Tower
Building, Albany, New York.

Noyes-Grosser, D., & MacCleod, L. (2013). Expanding
the national toolbox for measuring part C participa-
tion rates: Feasibility and utility of birth cohort meth-
odology. DaSy Center for IDEA Early Childhood
Data Systems, National Conference, 16—17 September
2013, Washington, DC.

Noyes-Grosser, D.M., & Elbaum, B. (2011, May).
Measuring the impact of early intervention services
on children and families: A model approach to family-
centered program evaluation and quality improvement.
Paper presented at the conference of the International
Society for Early Intervention, New York City, NY.

Noyes-Grosser, D. M., Holland, J. P., Lyons, D., Holland,
C. L., Romanczyk, R. G., & Gillis, J. M. (2005).
Rationale and methodology for developing guideline
for early intervention services for young children
with developmental disabilities. Infants and Young
Children, 13(2), 119-135.

Noyes-Grosser, D. M., Rosas, S. R., Goldman, A.,
Elbaum, B., Romancyzk, R., & Callahan, E. H.
(2013). Conceptualizing child and family outcomes
for children with ASD and their families. Journal of
Early Intervention, 35(4), 332-354.

Noyes-Grosser, D.M., Elbaum, B., Wu, Yan, Siegenthaler,
K.M., Cavalari, R.S., Gills, J.M., & Romanczyk, R. (in
press). Early intervention outcomes for toddlers with
autism spectrum disorder and their families. Infants &
Young Children.

Rogers, S. J., & Dawson, G. (2009a). Play and engage-
ment in early autism: The Early Start Denver model.
Volume 1: The treatment. New York: Guilford Press.

Rogers, S. J., & Dawson, G. (2009b). Play and engage-
ment in early autism: The Early Start Denver model.
Volume II: The curriculum. New York: Guilford Press.

Schriger, D. L. (1995). Training panels in methodology.
In K. A. McCormick, S. R. Moore, & R. A. Siegel
(Eds.), Clinical practice guideline development:
Methodology perspectives (pp. 115-121). Rockville,
MD: Agency for Health Care Policy and Research,
Public Health Service, U.S. Department of Health and
Human Services (AHCPR Publication No. 95-0009).

Shekelle, P. G., Ortiz, E., Rhodes, S., Morton, S. C.,
Eccles, M. P., Grimshaw, J. M., et al. (2001). Validity
of the Agency for Healthcare Research and Quality
clinical practice guidelines: How quickly do guide-
lines become outdated? JAMA, 286(12), 1461-1467.

U.S. Department of Education, Office of Special
Education Programs (2014a). FFY 2013-2018 Part C
SPP/APR (OMB NO: 1820-0578 / Expiration Date:
5/31/2017). Accessed Feb 2016. http://www2.ed.gov/
fund/data/report/idea/sppapr.html

U.S. Department of Education, Office of Special
Education Programs (2014b). FFY 2013-2018 Part C
SPP/APR (OMB NO: 1820-0578 / Expiration Date:
5/31/2017). Accessed Feb 2016. http:/www2.ed.gov/
policy/speced/guid/idea/capr/2014/index.html

U.S. Department of Education, Office of Special
Education Programs (2016). IDEA Section 18 Data
Products, 2014-15. U.S. Department of Education,
Office of Special Education Programs. Accessed Feb
2016.  http://www2.ed.gov/programs/osepidea/618-
data/index.html

Warren, Z., McPHeeters, L., Sathe, N., Foss-Feig, J. H.,
Glasser, A., & Veenstra-VanderWeele, J. (2011). A sys-
tematic review of early intensive intervention for autism
spectrum disorders. Pediatrics, 127(5), e1303—1311.

Weitlauf, A.S., McPheeters, M.L., Peters B., et al. (2014).
Therapies for children with autism spectrum disorder:
Behavioral interventions update [Internet]. Rockville
(MD): Agency for Healthcare Research and Quality
(US); (Comparative Effectiveness Review, No. 137.)
Accessed Feb 2016. http://www.ncbi.nlm.nih.gov/
books/NBK241444

Woolf, S. H. (1991). AHCPR interim manual for clini-
cal practice guideline development. Rockville, MD:
Agency for Health Care Policy and Research, Public
Health Service, U.S. Department of Health and
Human Services (AHCPR Publication No. 910018).

Woolf, S. H. (1995). An organized analytic frame-
work for practice guideline development: Using the
analytic logic as a guide for reviewing evidence,
developing recommendations, and explaining the
rationale. In K. A. McCormick, S. R. Moore, & R. A.
Siegel (Eds.), Clinical practice guideline develop-
ment: Methodology perspectives (pp. 105-113).
Rockville, MD: Agency for Health Care Policy and
Research, Public Health Service, U.S. Department
of Health and Human Services (AHCPR Publication
No. 95-0009).


http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www.health.ny.gov/community/infants_children/early_intervention/memoranda.htm
http://www2.ed.gov/fund/data/report/idea/sppapr.html
http://www2.ed.gov/fund/data/report/idea/sppapr.html
http://www2.ed.gov/policy/speced/guid/idea/capr/2014/index.html
http://www2.ed.gov/policy/speced/guid/idea/capr/2014/index.html
http://www2.ed.gov/programs/osepidea/618-data/index.html
http://www2.ed.gov/programs/osepidea/618-data/index.html
http://www.ncbi.nlm.nih.gov/books/NBK241444/
http://www.ncbi.nlm.nih.gov/books/NBK241444/

	28: Implementing Services for Children with ASD and Their Families Within State Early Intervention Programs: A View from Two States – Opportunities, Challenges, and Future Directions
	Introduction
	Overview of Part C
	From Policy to Practice: Variations in State Implementation of the Part C EIP
	Eligibility Issues
	State Challenges and Responses and Financing of Early Intervention Services
	Lead Agency and Organizational Structure
	Funding and Sources for Early Intervention Services
	Planned and Delivered Hours of Service
	Length of Child and Family Program Participation
	State Identified Measurable Results (SIMR) for State Systemic Improvement Plans (SSIP)


	The New York Experience
	Evidence-based Autism Clinical Practice Guideline
	Role of the Family in Assessment and Intervention Processes
	Considering the Cultural Context of the Family
	Parent-Mediated Approaches


	Family Support
	The Massachusetts Experience
	Conclusions and Future Directions
	Financing
	Service Delivery Approaches
	Measuring/Reporting Results

	References


