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Executive Summary

New York State’s Early Intervention program is in crisis and ranks 48" in the nation for delivering on-time Early
Intervention services. Infants and toddlers languish on waitlists for life-changing therapies, and data show
disparities in access based on race and geography. Federal authorities have identified clear failures in due
process.

The primary cause of delayed services is a shortage of providers due to poor payment rates. Recent attempts to
raise reimbursement rates have been insufficient. To make matters worse, the State has proposed cuts to the
program to cover the cost of the rate increases, which compounds the problem for many providers.

To reimagine the Early Intervention program and meet the needs of infants and toddlers with developmental
delays and disabilities, the State must increase resources for the Early Intervention program and adopt reforms
to improve its performance.

The wide variety of ways that Early Intervention services are delivered across the country makes it impossible to
identify a model to replicate in its entirety. Instead, New York State should conduct a comprehensive study of
other states’ Early Intervention programs and identify best practices that would improve its program, more
effectively transform children’s lives, and change the future of the state.

In this report, we examine key elements of successful state systems and provide an update on the status of New
York’s Early Intervention program.

Immediate Next Steps

1. New York’s Early Intervention program must be funded at a level that allows it to serve all eligible
children. An important first step is implementation of the stalled 5% increase for in-person services
and 4% add-on for underserved and rural areas.

2. We strongly urge New York State to undertake a comprehensive study of how its Early
Intervention program can be better structured to serve children and families. In particular, we
recommend adoption of the El Reform bill, A.283A(Paulin)/S1222A (Rivera).

We suggest that New York State explore the following strategies to address the current waitlist crisis in the Early
Intervention system:

Expand the Early Intervention workforce through recruiting and retaining providers and adding
new types of providers.

Adopt new service delivery models in addition to current practices to meet the needs of rural
areas and other underserved populations

Strengthen family engagement.

Consider whether a change in governance structure, such as moving Early Intervention into the
Department of Education, would be beneficial.

Smart Choices. Bold Voices.
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Introduction

New York’s Early Intervention system is in crisis. Thousands of infants and toddlers with developmental delays
and disabilities are missing out on potentially life-changing services, which impacts both short-term early
childhood milestones and long-term educational, social, and economic outcomes. Parents and providers have
expressed their concerns and frustration consistently for years now, and yet their children continue to be left
behind. These systemic failures to deliver timely services are a violation of children’s legal rights through the
federal Individuals with Disabilities Education Act (IDEA) Part C.

The first few years of a child’s life are a critical period for identification of developmental delays and disabilities,
as that is when nearly 90% of brain development happens. From birth to age three, infants and toddlers form
over one million new neural connections per second. Compared to school-aged children, their rapidly growing
brains mean they are better able to adapt and make progress toward healthy development. A functioning Early
Intervention (El) program is uniquely suited to changing the life trajectory of a young child diagnosed with a
developmental delay or disability.

Serving infants and toddlers from birth to age three, New York State’s Early Intervention program provides free
services to address a child’s nutritional, physical, speech, or other developmental needs, and may include social
work, special education, and psychological services.

Early Intervention services are proven to be cost-effective, as they often reduce or prevent the need for more
intensive services later in life.! State investment in infants and toddlers with developmental delays or disabilities
when they are very young will often result in compounded savings in the PK-12, Medicaid, and overall health
care systems.

Despite these clear benefits and the legal mandate through IDEA, New York State has repeatedly failed to
deliver. Nearly half of infants and toddlers are not receiving their services on time — or at all. Instead, they are
placed on waitlists for services from a shrinking pool of providers. Through this report, we make the case for a
multi-pronged approach to addressing the current crisis in New York’s Early Intervention system. New York will
need to both increase reimbursement rates for providers and reimagine its program structure and model to
address the current timeliness issues and racial and geographic disparities. To accomplish both goals, New York
should undertake a comprehensive study to identify elements from other state models that may be adapted to
fit the state’s unique context.

These children and their families have been left behind for far too long. New York State must reform its Early
Intervention program to ensure all children have the supports and services they need to thrive.

1 See pg 63 Early Intervention for Infants and Toddlers With Disabilities and Their Families: Participants, Services, and
Outcomes
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A Brief Overview of Early Intervention
The Federal Mandate

The 1986 reauthorization of the Individuals with Disabilities Education Act or IDEA (then named the Education
for All Handicapped Children Act) first mandated that states provide early intervention services to very young
children and established a federal grant to support the new state-level programs.? Previously, these services and
supports were unavailable until a child turned three years old. Through this legislation, Congress acknowledged
the “urgent and substantial need:3

1. To enhance the development of handicapped infants and toddlers and to minimize their potential for
developmental delay,

2. To reduce the educational costs to our society, including our Nation’s schools, by minimizing the need
for special education and related services after handicapped infants and toddlers reach school age,

3. To minimize the likelihood of institutionalization of handicapped individuals and maximize the potential
for their independent living in society, and

4. To enhance the capacity of families to meet the special needs of their infants and toddlers with
handicaps.”

New York State’s Program Design

States are given latitude in the administration of their Early Intervention programs, and systems vary widely
across the United States. There are many approaches in terms of eligibility, governance, funding, service
delivery, and other components.

New York State began its Early Intervention Program in July 1993.% Through this program, children with
developmental delays and disabilities and their families can access a variety of services and supports, including
occupational therapy, physical therapy, speech services, nutritional assistance, behavioral support, or other
evidence-based interventions. Importantly, Early Intervention services are free for infants and toddlers in New
York, eliminating one barrier for low-income families who already face significant challenges to accessing health

care.

To receive Early Intervention services, a child must be referred to the program by their parent, pediatrician, or
another adult who suspects the child may have a developmental delay or disability.> After being connected with
a Service Coordinator, a child will then receive a multidisciplinary evaluation (MDE) to confirm their eligibility.®
This MDE involves two or more professionals from different disciplines assessing a child across five areas of

2 See A History of the Individuals With Disabilities Education Act

3 See Public Law 99-457

4 See An Introduction to the NYS Early Intervention Program

5 See Early-Intervention-Program-Overview-and-Transition-Information-.pdf

6 See page 18 for an infographic of “Early Intervention Steps” - A Parent's Basic Guide to the El Program

Smart Choices. Bold Voices.
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development: cognitive, physical, communication, social-emotional, and adaptive. To be eligible, a child must be
experiencing a 12-month or 33% delay in one functional area, or a 25% delay in at least two areas. For infants
and toddlers deemed eligible, an Individualized Family Service Plan (IFSP) must be developed. An IFSP is a
written plan similar to the school-age Individualized Education Program (IEP), developed jointly by the parents
and Early Intervention personnel, to outline the family’s desired outcomes and what services the child will
receive. According to federal IDEA requirements, to be considered timely, both the MDE and the IFSP must be
completed within 45 days of the child’s referral to the Early Intervention program.

Once a child has been deemed eligible for Early Intervention services and their IFSP has been completed, New
York State standards specify that their services should be initiated within 30 days.” Whenever possible, these
services are delivered in a child’s natural environment, typically at home or a child care venue, though they may
also be provided at an agency or other location that specializes in Early Intervention services. New York utilizes a
“Parent/Caregiver Coaching Model” for its program, which is an interactive process between an Early
Intervention provider and a caregiver. The provider, rather than focusing primarily on therapeutic interventions
solely with the child during the session, builds the caregiver’s ability to support the child’s developmental
progress in family and community settings.

We need a very strong Early Intervention system.
When we find kids who are at risk for
developmental delays or maybe showing signs,

we know that the earlier we intervene, the earlier
we provide services, the better the outcomes. 9 9

~ Dr. Dennis Kuo, Division Chief, Developmental and
Behavioral Pediatrics, University of Rochester Medical Center

Early Intervention Models from States with
Better Outcomes

New York’s approach to Early Intervention has remained relatively unchanged since the start of the program
over thirty years ago, and it is no longer working. New York’s Early Intervention system is ranked 48™ in the
nation for timely delivery of services. Up until June of this year, New York had ranked 50* for timeliness, but
recent data for program year 2023-2024 show that Nevada and Delaware both experienced steep drops in
delivery.®

7 States have some flexibility when defining “timeliness” for service initiation. Most states, including New York, define
timely services as 30 days from parent consent for IFSP services.
8 See State Performance Plans (SPP) Letters and Annual Performance Report (APR) Letters - IDEA

Children’s
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Other states’ Early Intervention program components are worth exploring, given their varying governance,
service delivery, dispute resolution, provider licensure requirements, and other elements. Changes to each of
these aspects of New York’s program could improve the experience for both Early Intervention providers and
the children and families who depend on their services.

A review of ten states performing well with timely service delivery revealed a considerable diversity of
approaches to delivering Early Intervention services. For example, among the states rated in the top ten
nationally on timeliness:

e Five were housed or co-housed in the state’s health department, four were in the education
department, and two were in child-related departments.
e Fourinvolved local governments in their service delivery system.

In Michigan, a variety of approaches are used to deliver Early Intervention services, with varying staff levels and
qualifications. Many services are provided through the Primary Service Provider model, where a single service
provider is engaged in most interactions with the family and regularly collaborates with a team of professionals.

Michigan’s IDEA Part C program is administered by the Department of Lifelong Education, Advancement, and
Potential, and the Department of Education. Services are delivered by Intermediate School Districts and Local
Education Agencies. The program is funded with school aid, Medicaid, and local funds.

Vermont faces challenges similar to New York’s rural areas, with an inadequate number of providers and long
distances to reach the families receiving services. Vermont’s service delivery model is a team with child
developmental specialists who are certified special educators with a bachelor’s degree, acting as primary service
providers. The specialists work closely with professionals from other disciplines to meet the families’ needs.
Early Intervention is also integrated with other early childhood programs, like home visiting. Instead of a fee-for-
service model like New York’s, they use a capitated rate model that allows agencies to pay salaries, benefits, and
travel expenses.

Vermont’s Part C program is administered by the Agency for Human Services’ Department of Children and
Family Services’ Division, by its Integrated Services Unit. Services are contracted through 11 regional providers
using a capitated rate per child served.

The lllinois IDEA-Part C program is administered by the lllinois Dept. of Human Services’ Division of Early
Childhood. It is coordinated by 25 regional Child and Family Connections offices. In lllinois, the majority of Early
Intervention funding comes from lllinois’ general revenue fund, followed by Medicaid reimbursement, private
insurance, federal funds, and family fees.

Like New York, lllinois’ Early Intervention program has struggled with provider shortages, racial and geographic
disparities, and delays in service delivery. In 2023, the lllinois Department of Human Services commissioned a
study to develop a cost model to understand the full cost of the Early Intervention system and propose
recommendations for reforms.®

9 See lllinois Final-El-Cost-Model-Report

Smart Choices. Bold Voices.
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Recommendations from lllinois’ study included “grow your own” programs to encourage and financially support
individuals more representative of Early Intervention families’ experiences and backgrounds as they pursue
education to become a provider; salaried employment for new providers; and mentoring and coaching for
experienced providers. In 2024, the State provided a 10% rate increase to all Early Intervention service
providers.

Potential Opportunities for Reform

While there is no state with an approach that guarantees success on all metrics, looking at states with better
outcomes should prompt New York to consider alternative approaches for adoption in areas of the state where
the current model is failing.

The Infant and Toddler Coordinators Association produces an annual compilation of profiles of each state’s IDEA
Part C program.® It is a useful tool to compare programs across the United States, but the wide variation in
program components does not provide a roadmap to success for states looking to improve their Early
Intervention systems.

For this report, we compared 21 states that were either similar in size to New York or ranked in the top ten in
the nation for timeliness of service delivery.!! Among states of comparable size that performed better on the
timeliness of service delivery, there is no consistent program design. However, given the wait for services that so
many children in New York State face, we encourage New York State to consider the following models of service
delivery:

Primary Service Provider (PSP): In this model, used in Ohio, the PSP serves as the family’s primary contact for
Early Intervention services. Services are provided by the PSP and other professionals and therapists, but the PSP
acts as the lead collaborator and communicator. Decisions regarding the frequency, intensity, type, or end of
services are made by the team.

Early Childhood Developmental Specialist: In this model, variations of which are used in Vermont, Florida, and
Massachusetts, Early Intervention services are delivered by child development specialists (CDS) who are certified
special educators, usually with a bachelor’s degree. The CDS works with professionals like occupational and
physical therapists and speech-language pathologists.

Developmental play groups and intensive parent support or coaching groups: When a family is waiting for
services, the State should develop creative ways to deliver developmental support to families, provided by
professionals in community or virtual settings.

Add new authorized providers: Wait times could be reduced through the permanent addition of new provider
types to the Early Intervention system, such as Speech-Language Pathology Assistants and School Psychologists.

10 See State Resources

" See appendices for additional details. Top ten in timeliness during program year 2023-24: Kansas, South Dakota,
Nebraska, Wisconsin, Michigan, Ohio, Connecticut, Massachusetts, Minnesota, Oklahoma. States similar in size:
California, Texas, Florida, Pennsylvania, Illinois, Ohio, Georgia, North Carolina, Michigan, New Jersey, and Virginia
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To reverse the declining number of providers, New York State may consider adopting new licensure
requirements and expanding the types of professionals eligible to provide Early Intervention services. The
multidisciplinary model used in New York, with professionals directly serving families, has the advantage of
providing every child an experience with a highly credentialed provider, but it limits the pool of available
services. Adding other service delivery models and professionals would help New York State maintain high
quality while serving more families.

To ease the transition for children moving from the Early Intervention system to Preschool Special Education,
policymakers might also consider a change to the governance of the Early Intervention program, from its current
home at the State Department of Health to the State Department of Education.

There is no quick fix to New York’s Early Intervention system. Instead, the State must be willing to invest
significant time and resources to reimagine its current approach to begin addressing the many issues currently
plaguing the system, including:

e Infants and toddlers are being referred to the program but not given a multidisciplinary evaluation or an
Individualized Family Service Plan.

e Children are not receiving the timely Early Intervention services they are legally entitled to.

e Providers are leaving the program due to stagnant reimbursement rates and administrative challenges.

e Infants and toddlers of color, those living in poverty, and those living in rural or large urban areas are
experiencing unequal access to Early Intervention services.

The State of Early Intervention in New York
A Growing Need

New York’s Early Intervention program has grown substantially in its three decades, from serving 20,500 infants
and toddlers in 1998 to approximately 70,000 annually.

Despite recent, steady enrollment levels, New York’s ability to deliver timely Early Intervention services!? has
severely diminished, and the crisis continues to worsen. A 2023 audit by the NYS Comptroller’s Office identified
significant issues at every step of New York’s Early Intervention process,® including:

e Infants and toddlers were referred to the Early Intervention program but never evaluated to determine
eligibility.

e Children were determined to be eligible for services but never received an Individualized Family Service
Plan (IFSP) necessary to begin services.

12 The Individuals with Disabilities Education Act (IDEA) Part C requires Early Intervention services to be delivered in a timely
manner, defined as 45 days to hold a multidisciplinary evaluation and Individualized Family Service Plan (IFSP) meeting,
then 30 days from plan approval to begin services.

13 See Department of Health: Oversight of the Early Intervention Program
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e Approximately 50% of infants and toddlers with an approved IFSP did not receive all of the services they
were entitled to, and some never received any of the therapies authorized on their IFSP.

For several years, New York has trailed far behind every other state, only recently moving from 50" to 48" in
the nation for delivering on-time Early Intervention services. While the most recent data shows two states
performing worse, New York’s current ranking should not be interpreted as a marker of true improvement.

A Failure to Fund Appropriately

The NYS Department of Health oversees the Early Intervention program and contracts with the 57 counties and
New York City to administer the services at the local level. Municipalities are responsible for service coordination
and identifying available State-approved therapists; they also share costs with the State and federal government
to fund the program. Despite this partnership, New York State alone has the power to address the conditions
responsible for the current waitlist crisis, namely stagnant reimbursement rates and administrative challenges
for providers.

When New York’s program first began, reimbursement rates for Early Intervention services were comparatively
higher than in other settings where physical therapists, occupational therapists, and speech-language
pathologists practice. The rate methodology was designed to compensate providers for all expenses, including
travel and paperwork time. Unfortunately, these adequate, respectable wages are no longer a reality in New
York’s Early Intervention system:

e Early Intervention providers have been excluded from the cost-of-living adjustments awarded to other
social service providers in the annual state budget.

e Not only have reimbursement rates not kept up with inflation, but they have also been cut several
times, meaning most providers earn less now than providers did in 1994. When considering inflation,
reimbursement rates would need to increase by 240% to have the same spending power now as they
did thirty years ago when the Early Intervention program began.*

14 Data on El reimbursement rates was acquired by The Children’s Agenda through a Freedom of Information Law request
to the NYS Department of Health.

Smart Choices. Bold Voices.
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Early Intervention Basic Services Reimbursement
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Recent attempts to raise reimbursement rates have been insufficient. To make matters worse, the State has

proposed cuts to the program, including telehealth reimbursement and allowable group sizes, in order to cover

the cost of the rate increases, which has compounded the problem for many providers.

Year
2010 - 2011

SFY2020

2021

SFY2023

Legislative Changes to Early Intervention Reimbursement Rates
In April 2010, the State imposed a 10% cut to the rates for all El services taking place in

children’s homes or community settings, which reduced resources for nearly all El services. In
2011, New York State cut the rate for all El services by an additional 5%.

The SFY2020 State budget included a 5% rate increase for Occupational Therapists, Physical
Therapists, and Speech-Language Pathologists, effective April 1, 2022.

Because private health insurers were denying most El claims, the legislature and Governor
approved a new funding source for El, the Covered Lives Assessment. This ended the practice
of submitting claims for reimbursement from private insurers (which on average resulted in
$12M in revenue annually) and instituted a $40M assessment paid by the insurers to fund
Early Intervention. Though the Covered Lives Assessment should have infused more funds
into the El program, in practice, it has not resulted in any additional funds. Municipalities are
still waiting for $20M owed to them under the Covered Lives funding mechanism.

The SFY2023 State budget included a 1% increase in Medicaid rates across the board,
resulting in a 1% rate increase for all Early Intervention services.

Smart Choices. Bold Voices.
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SFY2025 The State budget passed in April 2024 (SFY2025) included a 5% rate increase for all El
services delivered in-person and an additional 4% modifier for services provided in rural and
underserved areas of the state.

New York State delayed submission of both Medicaid State Plan Amendments needed to
implement the rate increases to the federal government, and, as of this writing, seventeen
months past approval, the 5% rate increase continues to be stalled at the U.S. Centers for
Medicare and Medicaid. The 4% rate modifier was approved on September 25, 2025, with an
effective date of April 1, 2025.%°

To pay for these rate increases, New York State decreased reimbursement rates for
telehealth services by 22% in New York City and 10% in the rest of the state. These telehealth
cuts took effect on April 1, 2025, despite the delayed rate increases. The State also proposed
a reduction in allowable group sizes, a change that is likely to result in fewer groups.

Administrative Challenges

In the last year, frustrations with stagnant pay have only been exacerbated by widespread issues with the rollout
of the State’s new data management system, El-Hub. Following several delays, the new system was launched in
October 2024. The El-Hub was intended to streamline paperwork and data entry for providers, but instead,
many faced issues with accessing records, ensuring confidentiality, and delayed or incorrect payments for
months. These administrative challenges, on top of existing concerns about stagnant reimbursement rates, have
caused additional providers to leave New York’s Early Intervention system.

A 5% increase was promised in the budget that
should have been effective April 1, 2024.
It is 2025 and there has been no increase.

How are we supposed to get other providers to
work in Early Intervention with these babies
that need us at a critical time? 9 9

~ Allison, Speech-Language Pathologist

Workforce Challenges

A shortage of Early Intervention providers is the primary cause of the current waitlist crisis. While there are
plenty of speech-language pathologists, physical therapists, and occupational therapists licensed in New York,

15 See NY State Plan Amendment

Children’s
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fewer providers than ever are willing to work in the Early Intervention system due to the stagnant
reimbursement rates and administrative challenges.

Average Number of Early Intervention Therapists in
New York State

14,723
15000 14 e

14,500
14,000
13,500 13,259 13,260
13,000 12,755
12,500
12,000
11,500

2018 2019 2020 2021 2022 2023 2024 2025 Q1

This has been a long-standing concern with New York’s Early Intervention program, and the COVID-19 pandemic
exacerbated the loss of providers, with a net loss of 1,557 Early Intervention providers (11%) since the start of
2020.

This decline in Early Intervention providers is not the result of fewer licensed speech-language pathologists,
physical therapists, or occupational therapists. In fact, there has been a steady increase in the number of
individuals licensed to provide these services in New York, with no decline during the pandemic.1®

Total Number of NYS-Licensed Related Services

Providers
2013 - 2025
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16 See License Statistics - New York State Licensed Professions | Office of the Professions
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The discrepancy between increasing licenses and decreasing Early Intervention providers is cause for concern. In
2018, 25% of professionals with these licenses were working in the Early Intervention system in New York. In
2024, that proportion had fallen to just 19%. Many of these professionals are opting to work in other settings
like school districts, hospitals, and nursing homes, which offer better pay and benefits than the Early
Intervention system and require less or no travel.

A 2024 analysis of state Early Intervention programs conducted for the lllinois Early Intervention System
reported that 15 states have recently increased their investments in Early Intervention. Given that New York
ranks poorly in the timely delivery of services, the State should follow suit to ensure Early Intervention providers
are available when infants and toddlers need them.

While important, increasing reimbursement rates is not the only change needed to attract and retain more Early
Intervention providers. A recent study of New York physical therapists working in the Early Intervention program
found significant burnout, with low compensation identified as an important factor, but not the only one.* The
authors state, “High turnover and disengagement can disrupt continuity of care, which is crucial for effective EL.”
In addition to increased compensation, they note the following are also factors in preventing burnout: improved
support systems, adequate training and professional development opportunities, and ensuring manageable
caseloads.

Children are Paying the Price of a Dysfunctional System

Thousands of infants and toddlers across New York State remain on waitlists for some or all of the services they
need, sometimes waiting months until a provider becomes available. In the 2016-2017 program year, 73.25% of
infants and toddlers received all of their Early Intervention services within 30 days. In 2023-2024, that number
fell to just 52.04%. This crisis costs children precious time and potentially the opportunity to catch up on
developmental milestones before they age out of the system at 3 years old.

17 Effort and Reward Predict Burnout in Pediatric Physical Therapists in the Early Intervention Setting, Authors: Anne
Schneider, PT, DPT, PCS; Jason Cherry, PT, EdD, Cathron Donaldson PT, DPT, PCS; Authors Affiliations: Ithaca College (Dr.
Schneider) Ithaca, NY; Binghamton University (Dr. Cherry) Binghamton, NY; Russell Sage College (Dr. Donaldson) Troy, NY
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% of Children with On-Time Early Intervention
Services by Program Year

100%
90%
80%  73.25%  72.97% .
69.23% 66.23%
70%
60% 53.71%  54.22% 53 0a%
50%
40%
30%
20%
10%
0%
2016-17 2017-18 2018-19  2019-20 2020-21 2021-22  2022-23  2023-24
% of Children with
# of Children with IFSPs # of Children with On-Time EI  On-Time El
Program Year (Quarterly)*® Services (Quarterly)*® Services'®
2023-24 12,053 6,272 52.04%
2022-23 13,227 7,172 54.22%
2021-22 12,429 6,676 53.71%
2020-21 10,613 7,029 66.23%
2019-20 8,578 4,805 56.02%
2018-19 11,603 8,033 69.23%
2017-18 11,141 8,130 72.97%

18 These counts represent the number of infants and toddlers with new services authorized on an IFSP during one quarter of
each program year (e.g., Program year 2023-24 = only data collected during the third quarter of FFY 2023-2024 from
January 1, 2024 to March 31, 2024). When completing IDEA Part C Annual Performance Reports, states are permitted to use
a sampling of data, so long as it is representative of the full reporting year. See State Performance Plans (SPP) Letters and
Annual Performance Report (APR) Letters - Individuals with Disabilities Education Act

1% These percentages are lower than NYS typically reports because they include only the infants and toddlers who received
all of their El services within 30 days of their IFSP approval. In IDEA Part C Annual Performance Reports, the federal
government allows states to exclude infants and toddlers with discountable delays (exceptional family circumstances) from
the total count of children who did not receive timely services. Instead, these children are added to the number of those
who did receive all of their services within 30 days in order to calculate the percentage of timely services delivered. The
Children’s Agenda recognizes there are circumstances outside of the State’s and providers’ control that may impede timely
service delivery, but these are all still children who are missing out on potentially life-changing supports and we believe this
calculation is a better representation of the realities of the crisis in Early Intervention.
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2016-17 11,617 8,509 73.25%

Unequal Access to Timely Early Intervention Services

It is important to note that across New York State, young children and their families are not experiencing the
waitlist crisis uniformly. Infants and toddlers of color, those living in poverty, and those living in rural or large
urban areas wait much longer for Early Intervention services. In 2021, the NYS Bureau of Early Intervention
released a report confirming what parents and advocates have long known: that racialized children in New
York do not have the same access to Early Intervention services compared to their white peers.?

Key findings of the NYS Bureau of Early Intervention report included:

e Non-Hispanic white children were more likely to be referred to the Early Intervention program at a
younger age than children of most other races and ethnicities.

e Non-Hispanic Black children were less likely to receive a Multidisciplinary Evaluation for eligibility
determination.

e Non-Hispanic white children were more likely to have an Individualized Family Service Plan (IFSP)
initiated within 45 days of referral.

o Non-Hispanic white children were more likely to have services initiated within 30 days.

Statewide % of Children With On-Time Early

Intervention Services by Race
2021-2022 program year

100%
90%
80%
70% 59.6%
60% 53.6%
47.2%
50% 41.4%
40%
30%
20%
10%
0%

All Children Black Hispanic White

These disparities in access are mirrored when comparing timeliness by geography. Due to the significant
shortage of providers in many areas of the state, infants and toddlers living in rural or large urban areas wait
much longer for Early Intervention services than their suburban peers. A 2024 Monitoring Report?! by the
federal Department of Education Office of Special Education Programs (OSEP), which examined the State’s
compliance with its IDEA Part C requirements, stated, “Specifically, due to poverty and provider safety concerns,
securing EIS providers in particular neighborhoods of inner cities pose significant challenges, while due to the

20 See summary eidata race ethnicity.pdf
21 See OSEP Report - IDEA Part C - New York

Children’s
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lack of reimbursement for mileage and extensive travel time, municipalities also have difficulty finding providers
willing to provide services to families living in very rural areas.”

In large urban centers of the state like New York City, Buffalo, and Rochester, access to Early Intervention
services varies widely by zip code. In Queens, for example, only 36% of children living in the 11103 zip code
received all of their services within 30 days, compared to 78% of children only nine miles away in the 11360 zip
code.?2 The underserved neighborhoods are largely home to low-income, racialized families, furthering the gap
their children experience compared to the care and opportunities afforded to the largely white middle- and
upper-income families who reside in suburbs. New York State has a responsibility to ensure all infants and
toddlers, regardless of where their family calls home, receive the Early Intervention services they are legally

entitled to.
% of Children Receiving

% of Children Receiving All Some Services within 30 % of Children Receiving No

Services within 30 Days?* Days?? Services within 30 Days?*

Borough Total (Range by Zip Borough Total (Range by Zip Borough Total (Range by Zip
NYC Borough Code) Code) Code)
Bronx 49% (40% - 59%) 45% (37% - 55%) 6% (3% - 9%)
Brooklyn 53% (42% - 64%) 40% (31% - 51%) 6% (3% - 13%)
Manhattan 54% (38% - 72%) 41% (24% - 58%) 5% (0% - 10%)
Queens 61% (36% - 78%) 36% (0% - 64%) 3% (0% - 6%)
Staten Island 64% (51% - 80%) 33% (20% - 49%) 3% (0% - 6%)

Rural counties across New York State are experiencing a severe shortage of speech-language pathologists,
physical and occupational therapists, and special instructors. In 2024, for example, Franklin and Hamilton
counties had no Early Intervention therapists available to provide in-person services. While some children and
families in these counties have access to telehealth services, many of those eligible are simply going unserved.
An analysis by The Adirondack Birth to Three Alliance found that Early Intervention programs in rural areas of
the state are serving a far smaller percentage of infants and toddlers than expected, an average of only 2.87% of
children birth to two years old compared to the state median of 4.28%.% This disparity is particularly
concerning because research shows children aged 3-17 years old living in rural areas are more likely to
experience developmental delays and disabilities. High rates of child poverty in rural counties exacerbate this
issue, as living in poverty is also associated with increased rates of developmental delays and disabilities.

22 See NYC Government Publication | Early Intervention Services Report for FY 2024
23 See Adirondack Foundation - El report 2023
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E E Our kids can’t wait. They need the help

that they deserve.

~ Chrissy, Parent and Advocate 9 9

A Violation of Rights and Law

Because the majority of children living in poverty, as well as many children with disabilities, are served by
Medicaid, New York’s failure to address the Early Intervention waitlist crisis is placing the State at risk of federal
violations. By not providing timely services, New York is violating federal Medicaid Early and Periodic Screening,
Diagnostic, and Treatment (EPSDT) requirements. Children whose health care is covered by Medicaid have
strong protections under the requirements of EPSDT, which entitles eligible children to coverage of “health care,
diagnostic services, treatment, and other measures that are medically necessary to correct or ameliorate defects

and physical and mental illnesses and conditions.”

In September 2024, the U.S. Centers for Medicare and Medicaid Services (CMS) released updated guidance for
states on “Best Practices for Adhering to Early and Periodic Screening, Diagnostic, and Treatment (EPSDT)
Requirements.”?® The CMS guidance covered two important topics:

e Expanding the child-focused (EPSDT) workforce including “using payment methodologies to address
provider shortages and to help assure that there are an adequate number of health care providers
available to meet the needs of beneficiaries”, and

e “Improving care for EPSDT-eligible children with specialized needs, with a particular focus on how EPSDT
requirements relate to the unique needs of children with behavioral health conditions, children in foster
care, and children with disabilities or other complex health needs.”

New York State is risking possible legal action, as evidenced by the outcome of a recent lawsuit against the State
based on EPSDT coverage of mental health services for children and youth. New York’s mental health system for
children faces challenges similar to its Early Intervention system, including long wait lists and underpaid
providers. Mental health care is an entitlement under EPSDT, like Early Intervention, and low provider
reimbursement has been a factor in the unavailability of services. This lawsuit was settled in favor of the families
covered by Medicaid whose children struggled to access mental health services. As a result of the settlement
agreement, New York State was instructed to ensure that payments to providers are sufficient to recruit enough
professionals to meet the mental health needs of eligible children on a timely basis in all regions and areas of
New York State, at least to the extent that they are available to the general population in the geographic area.

2 See Best Practices for Adhering to EPSDT Requirements

Children’s
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Family Engagement and Dispute Resolution

The Early Intervention program offers several avenues for parents to report when they need help or when they
feel that their rights are being violated. When parents/caregivers experience problems, assistance for families is
broadly referred to as “Dispute Resolution” and is detailed in federal and state regulations and guidance.

When a family learns that their infant or toddler might have a developmental delay or disability, the Early
Intervention program is designed to support them throughout the process of obtaining appropriate therapies
and services to help the child make progress. Parents/caregivers are entitled to play a large role in determining
the services their child will receive and how they are delivered. The Early Intervention system is obligated to
provide clear information and ongoing communication.

Parents/caregivers are also entitled to opportunities to file complaints and request a resolution to problems
they encounter. Federal law requires that states offer due process procedures, including mediation, impartial
hearings, and systems complaint options.

Anecdotal reports and parent testimonies indicate that families are not satisfied with their communications with
the Bureau of Early Intervention and with the Bureau’s efforts to resolve problems. Despite existing publicly-
funded parent training and support resources and email and social media engagement with families, the
department must make a deeper investment of time and resources in listening to families.

To effectively reform New York’s Early Intervention program, the Bureau of Early Intervention and State
Department of Health should take steps to better understand the experiences of families. As part of their yearly
IDEA Part C State Performance Plan/Annual Performance Report, states survey families receiving Early
Intervention services on a variety of topics, including parents’ knowledge of their rights and how the program
has helped them to communicate their child’s needs.? In FFY2023, New York distributed the survey to 20,573
families, but received only 2,400 responses (11.67% response rate). This engagement is much lower than in a
comparative state like Pennsylvania (8,293 responses, 33.1% rate). While sampling is allowed, New York should
use this annual survey as an opportunity to engage with larger numbers of families to better understand their
experiences and concerns.

Federal Compliance Concerns

In a 2024 federal monitoring report completed by the US Department of Education's Office of Special Education
Programs (OSEP), the following areas were identified in which New York State’s Early Intervention program is
not in compliance:?®

e Early Intervention services are not provided to all eligible infants and toddlers with disabilities and their
families in a timely manner and are not available in all geographic areas in the state.

e OSEP was not able to ensure that the Early Intervention services that are needed by a child are identified
on the Individualized Family Service Plan.

%5 See Indicator 4 State Performance Plans (SPP) Letters and Annual Performance Report (APR) Letters - Individuals with
Disabilities Education Act
26 See OSEP Report - IDEA Part C - New York

1
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o NYS does not have written State complaint procedures that are designed to implement the dispute
resolution requirements of IDEA Part C.

o NYS does not have a mechanism in place for tracking the implementation of due process hearing
decisions by municipalities, contracting agencies, or providers.

New York State took steps to respond to OSEP’s findings and submitted evidence of its actions. OSEP found that
New York responded adequately to most of their findings, but as of March 2025, it is still reviewing its response
to five areas of noncompliance.?’

Immediate Next Steps and Recommendations

New York’s Early Intervention program must be funded at a level that allows it to serve all eligible children. An
important first step is the implementation of the stalled 5% increase for in-person services and 4% add-on for
underserved and rural areas.

We strongly urge New York State to undertake a comprehensive study of how its Early Intervention program
can be better structured to serve children and families. In particular, we recommend adoption of the El Reform
bill, A.283A(Paulin)/S1222A (Rivera). This bill has been supported by the Assembly and Senate in the past but
has not been signed by the Governor. It calls on the Department of Health to authorize a comprehensive study
and review of Early Intervention, including the models and modalities of service delivery, rates of
reimbursement, and the efficacy, adequacy, and effectiveness of service delivery. The study would provide an
analysis of the State's Early Intervention rules, regulations, and policies, including family grievances and the time
and cost to providers of travel and administrative activities.

At the same time, based on our extensive review of Part C administration among states with comparable
populations and states that achieve high rates of timely delivery of services, we urge the State to consider:

Service Delivery Models

Early Intervention services are provided to families across the U.S. using a wide range of delivery models. A 2017
study examining the evidence of effectiveness among different service models in Early Intervention found “No
specific setting or method of service delivery was identified as clearly most effective, with most studies
reporting combined approaches and environments for intervention.”

To start building a system that more effectively transforms children’s lives and, in doing so, changes the future
of the state, we recommend:

e New strategies to expand the Early Intervention workforce through recruiting and retaining providers
and adding new types of providers

27 See 2024 OSEP DMS Report and Response
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e Adoption of new service delivery models in addition to current practices to meet the needs of rural
areas and other underserved populations

e Identification of effective practices in counties or regions of the state, and resources to pilot those
practices in other areas

e Targeted state-funded alternative programs to serve families as they are waiting for Early Intervention
services, such as community events and play groups

Family Engagement

Early Intervention is designed to serve both the family and the child in its approach to serving infants and
toddlers. Engaging with parents and caregivers extends the value of the intervention, allowing the adults who
are with the child on a daily basis to incorporate recommendations from the therapist in routine interactions.
The IDEA also requires that parents play a decision-making role in creating and implementing the IFSP. Families
are an essential partner in Early Intervention, and their input should be welcomed.

We recommend that New York State consider:

e Developing an ongoing stakeholder engagement process that involves robust interactions with
families through in-person and virtual sessions in every region of the state, with ample time for
feedback to be obtained and implementation of responsive program changes to address families’
concerns.

e Strengthening current family engagement efforts. For example, the Department of Health responses to
guestions on the NYS DOH Early Intervention Community of Families Facebook group should be more
interactive; the Bureau of Early Intervention should include information in the Parent Guide stating that
families do not have to use the complaint template from the Guide and can instead write up their own
complaint; a modified version of the “Partners” training should be created that does not require parents
to make a multi-day commitment.

Targeted Reform Strategies

Early Intervention is not a one-size-fits-all program. System reform should reflect the varying needs among
regions of the state and among the families it serves.

e The racial, economic, and geographic disparities identified by the Department of Health in its 2021
snapshot of disaggregated data point to the need for innovative approaches to create more consistent
outcomes across the state. This is reinforced by New York City’s annual BEI report, which consistently
shows disparate outcomes based on race and location.?® A step toward this reform would be greater
availability of public data disaggregated by racial/ethnic background and geography.

28 See NYC Government Publication | Early Intervention Services Report for FY 2024

Smart Choices. Bold Voices.


https://a860-gpp.nyc.gov/concern/nyc_government_publications/6395wb911?locale=en

Page 23

e New York State counties have discretion in some areas of program administration, such as service
coordination and provider recruitment. A closer look at indicators of success at the local level could
point to practices to highlight and incentivize to encourage replication in lower-performing counties.

Governance

Serious consideration should be given to a change in governance structure by moving Early Intervention into
the Department of Education. This is a substantial reform that should not be undertaken without extensive
study. The potential benefits of this reform in New York are:

e Easing the transition from Early Intervention to Preschool Special Education for the child and family;

e Reducing the number of children who do not make the transition due to family or school district
missteps;

e Cost savings to the State due to reduced duplication of processes and paperwork; and

e Improved tracking of child outcomes and return on investments attributable to Early Intervention
services.

Conclusion

While provider shortages are not unique to New York or the Early Intervention system, the current waitlist crisis
plaguing the State’s program is unprecedented. States across the country with similarly large populations and
racial and geographic diversity are not seeing the same issues with timeliness. New York is not alone in failing to
serve all IDEA Part C-eligible children and families in a timely and equitable way, but it shows more delays than
almost any other state. Recent analyses of New York’s Early Intervention program conducted by the Office of the
State Comptroller and the federal Office of Special Education Programs confirm what families and providers
have been expressing for years: the program does not meet the needs of the families and children it serves.

New York State has taken some steps to address its failures, but they have not been adequate. IDEA provides
much discretion to states in implementing Part C; therefore, the State needs to re-imagine the entire system.

The wide variety in ways that Early Intervention is delivered across the country makes it impossible to identify a
model to replicate in its entirety. Instead, New York State should devote significant time and resources to
studying and adopting components of other state programs that are best suited to improve its program.

Until New York identifies ways to fix its broken Early Intervention system, the State will continue to fail young
children with developmental delays and disabilities.
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Appendix A — Top 10 States for On-Time Early Intervention Service Initiation (30 Days) — Program Year 2023-2024

State

Kansas
South Dakota
Nebraska

Wisconsin

Michigan

Ohio
Connecticut
Massachusetts
Minnesota

Oklahoma
New York

Total
Population
(2024)

2,970,606
924,669
2,005,466

5,960,975

10,140,459

11,883,304
3,675,069
7,136,171
5,793,151

4,095,393
19,867,248

23 See |DEA Infant & Toddler Coordinators Association - State Resources

# of Infants &
Toddlers with
Active IFSPs
(Annual Child
Count - 2022)%*

10,225
2,130
3,937

12,611

24,814

26,959
11,265
41,393
11,330

5,170
62,276

30 See Indicator 6 State Performance Plans (SPP) Letters and Annual Performance Report (APR) Letters - Individuals with Disabilities Education Act

# of Infants and
Toddlers with
Active IFSPs
(Snapshot -
7/31/2024)%*°
5,556
No data
2,341

6,512

13,167

14,063
6,960
22,233
6,410

2,711
31,977

% of Population
of Infants and
Toddlers under
3 Served by El
Program®

5.38%
No data
3.21%

3.59%

4.26%

3.64%
6.51%
10.82%
3.33%

1.88%
5.19%

% of Infants and
Toddlers with
On-Time IFSP -
45 Days
(FFY2023)3

99.82%
100%
95.31%

98.67%

99.42%

99.40%
99.91%
98.98%
85.23%

98.55%
93.22%

% of Infants and
Toddlers with
On-Time Service
Initiation - 30
Days (FFY2023)3?
100%
100%
100%

99.94%

99.92%

99.92%
99.87%
99.44%
99.42%

99.31%
61.45%
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Agency That
Oversees State El
Program?

Health
Education
Education &
Health and
Human Services
Health and
Human Services
Dept of Lifelong
Education,
Advancement,
and Potential
(MILEAP)

Children & Youth
Early Childhood
Public Health

Education &
Dept of Children,
Youth, and
Families

Education
Health

31 See Indicator 7 - Timeliness % includes both children who received their IFSP in 45 days and children with delays due to exceptional family circumstances, as allowed by IDEA.
32 See Indicator 1 - Timeliness % includes both children who received their services in 30 days and children with delays due to exceptional family circumstances, as allowed by IDEA.

Smart Choices. Bold Voices.


https://www.ideainfanttoddler.org/state-resources.php
https://sites.ed.gov/idea/spp-apr-letters?selected-category=&selected-year=&state=New-York

Appendix B — States by Total Population

State

California

Texas

Florida
New York
Pennsylvania

lllinois

Ohio
Georgia
North
Carolina

Michigan

New lJersey
Virginia

Total

Population

(2024)
39,431,263
31,290,831
23,372,215
19,867,248
13,078,751
12,710,158
11,883,304
11,180,878

11,046,024

10,140,459

9,500,851
8,811,195

# of Infants &
Toddlers with
Active IFSPs
(Annual Child
Count - 2022)*

97,341
66,279
34,522
62,276
46,254
40,619
26,959
17,142

19,157

24,814

33,531
21,679

# of Infants and
Toddlers with
Active IFSPs
(Snapshot -
7/31/2024)%*°

61,664
31,976
17,965
31,977
25,881
17,161
14,063

8,826

10,442

13,167

18,169
12,461

% of Population
of Infants and
Toddlers under
3 Served by El
Program®°

4.97%
2.76%
2.69%
5.19%
6.61%
4.44%
3.64%
2.34%

2.87%

4.26%

5.92%
4.35%
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% of Infants and
Toddlers with
On-Time IFSP -
45 Days
(FFY2023)3!

93.26%
98.54%
92.91%
93.22%
95.18%
98.93%
99.40%
89.51%

96.06%

99.42%

100%
99.79%

% of Infants and
Toddlers with
On-Time Service
Initiation - 30
Days (FFY2023)3?

No data (90.13%
in FFY2022)

94.92%
89.54%
61.45%
91.27%
94.59%
99.92%
97.30%
97.30%

99.92%

92.37%
99.25%
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Agency That
Oversees State El
Program?

Health and
Human Services

Health and
Human Services
Health

Health

Health and
Human Services
Health and
Human Services
Children & Youth
Public Health
Health and
Human Services

Dept of Lifelong
Education,
Advancement,
and Potential
(MILEAP)

Health

Mental Health
and
Developmental
Disabilities
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