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Children Left Out, Again: Position Statement on the Proposed 2023 New York State Medicaid Waiver

Summary

New York State has drafted a proposal that will be submitted to the US Department of Health and
Human Services, requesting flexibility in how it uses Medicaid funds. Known as a “Medicaid waiver,” the
proposal includes a request for $13.52 billion to be used over five years. The intent is to design
innovative ways of using Medicaid funds that will promote health equity and address health disparities.

Despite the fact this waiver is focused on equity, the investments in the current proposal are not
aligned with the needs of the poorest and most diverse population of New Yorkers who rely on
Medicaid: children. In New York, Medicaid covers 50% of births each year, 60% of children ages 0 —3
years, and 40% of children ages 0 — 18 years, but the proposal fails to address the racial and ethnic
disparities in maternal and infant morbidity and mortality, glaring disparities in early childhood health,
or the overwhelming crisis New York is facing in youth mental health.

Without an explicit and specific focus on children in the waiver, New York will fail to achieve its four
proposed goals. We call on the New York State Department of Health to amend its proposal to explicitly
prioritize incentives and payment methodologies in seven areas:

Goal: Build a resilient, flexible and integrated delivery system to reduce health disparities

1. Mental health needs of youth: Build stronger partnerships with schools, including
expanding primary care and mental health clinics in schools, funding more school-based
mental health providers, and providing universal screening for anxiety and depression to
school-age children.

2. Two-generation approaches: Place behavioral health specialists in pediatric and primary
care practices to address emerging mental health needs of both mothers and young
children.

3. Maternal health: Provide tobacco cessation interventions during pregnancy, early screening
and treatment of maternal anxiety and depression, post-partum long-acting reversible
contraception to reduce short inter-pregnancy intervals, and increased referral to parent
support programs, including home visitation.

Goal: Redesign and strengthen system capabilities to advance health equity

4. Continuous Medicaid coverage: Guarantee coverage for children and their mothers from
birth to age 3 years.

5. Universal home visitation: Cover universal home visitation for parents of all newborns to
reduce maternal and infant mortality and morbidity.

6. Developmental screenings: Cover comprehensive early childhood developmental and
social-emotional screenings in partnership with community partners and provided in
community settings.

Goal: Create statewide digital health and telehealth infrastructure
7. Internet service and equipment: Cover service and equipment for households to facilitate
parents’ access to telehealth, especially for families with young children.

We urge the Department of Health to reverse New York’s historic under-investment in children.

Healthy growth and development of children today will bring long-term value to Medicaid and other
public systems, including but not limited to education, child welfare, and juvenile justice.
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What is the Medicaid Waiver?

Section 1115 of the Social Security Act gives the U.S. Secretary of Health and Human Services
the authority to approve experimental, pilot or demonstration projects by states to improve
their Medicaid programs. Medicaid is the primary health insurance program for many adults,
children and families with low income. A state may submit a Medicaid 1115 Waiver proposal to
gain flexibility to innovate, design and improve its Medicaid programs and to meet major goals
such as improving access, quality and cost-effectiveness of health services for those served by
Medicaid.

New York State is currently requesting $13.52 billion over 5 years to implement the next
significant improvement to Medicaid, known as “the Medicaid Waiver.” The current request is
an amendment to the waiver that has operated in New York since 1997. The purpose of the
new request, outlined in a draft proposal released on April 13, 2022, is “to address disparities
exacerbated by COVID.”

The waiver request is an unprecedented opportunity to improve the health of New Yorkers,
both in its implementation over five years and into the future with permanent structural
change in Medicaid to improve health outcomes and cost-effectiveness. The current draft of
the waiver proposal aims to:
1. Build a more resilient, flexible and integrated delivery system that reduces health
disparities, promotes health equity, and supports the delivery of social care.
2. Develop and strengthen supportive housing services and alternatives for the homeless
and long-term institutional populations.
3. Redesign and strengthen system capabilities to improve quality, advance health equity
and address workforce shortages.
4. Create statewide digital health and telehealth infrastructure.
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How are Children’s Needs Addressed?

It is dismaying that the waiver proposal barely mentions children. Even if only from patient
numbers, there should be a substantial emphasis on children because they are a substantial
proportion of New Yorkers covered by Medicaid.

In the application, there are 4.5 pages (8% of the total) devoted to goal 1.5: “ensuring access
for criminal justice-involved populations.” There are 4 pages devoted to “investing in
supportive housing services and alternatives for the homeless and long-term institutional
populations.”

The goals in the waiver for those vulnerable populations are laudable and justice-involved,
homeless and long-term institutionalized people do include adults with children. If New York
state is looking for metrics for improved “whole population health” by redesigning Medicaid,
there are about 230,000 justice-involved individuals in New York, compared with 1,108,325
children under age 5 and 3,988,354 children under age 18.}

The waiver itself and any Medicaid investments should not pit the needs of one vulnerable
population against the needs of another. But it is unconscionable that there are zero pages
devoted to any goal specifically about “ensuring access for children.” This is despite the fact
that in New York Medicaid covers:

e 50% of pregnancies and births?

e 60% of children 0 — 3 years3

e 40% of children 0 — 18 years*

Despite the goals of the proposal being focused on health equity and health disparities, the
health inequities experienced by mothers and children are not explicitly addressed by the
initiatives and investments in the proposal.

1 Annie E. Casey Foundation (2021) https://datacenter.kidscount.org/data/tables/101-child-population-by-age-
group?loc=34&loct=2%23detailed/2/34/false/574/62,4693/419,420#detailed/2/2-
53/false/574,1729,37,871,870,573,869,36,868,867/62,63,64,6,4693/419,420

2 Medicaid and CHIP Payment and Access Commission (2020) https://www.macpac.gov/wp-
content/uploads/2020/01/Medicaid’s-Role-in-Financing-Maternity-Care.pdf

3 NY State First 1000 Days (2018) https://ccf.georgetown.edu/wp-

content/uploads/2018/06/NYS First1KDays GeorgetownCCF 062618.pdf

4 Schuyler Center for Advocacy and Analysis (2022) https://scaany.org/wp-content/uploads/2022/01/SONYC-Data-Book-
2022.pdf
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e Black women are 5 times more likely to die of pregnancy-related causes than white
women.’

e Black infants in New York state are more than twice as likely to die in the first year of life
than white infants.®

e New York State ranks second to last in the percent of children receiving developmental
screenings, with only 17.5% of children having a formal developmental screening before
entering school.”

e New York state ranks 27t of the 50 states for overall child well-being.?

The waiver proposal has rightly identified the goals New York should work toward, but
without prioritizing the health needs of children, attempts to achieve health equity will fail.
Health equity must begin during pregnancy and continue throughout the lifetime. We know a
lack of care in children’s early years has lifelong adverse impacts.

5 New York State Department of Health (2018)
https://www.health.ny.gov/community/adults/women/docs/maternal_mortality review 2018.pdf

6 America’s Health Rankings (2021) https://www.americashealthrankings.org/explore/health-of-women-and-
children/measure/IMR_MCH/state/NY

7 JAMA Pediatrics (2018) file:///C:/Users/15856/Downloads/jamapediatrics hirai 2018 oi 180039.pdf

8 Annie E. Casey Foundation (2021) https://assets.aecf.org/m/databook/2021KCDB-profile-NY.pdf
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Recommendations

To achieve the goals of reducing health disparities and increasing health equity, The Children’s
Agenda recommends explicitly including seven initiatives and investments in the waiver
proposal.

Goal: Build a more resilient, flexible and integrated delivery system to
reduce health disparities

The data are clear that in a child’s early years, when their brains and bodies are developing at
their fastest pace, strong and coordinated systems can be effective at nurturing a lifelong
healthy trajectory.’ It is time to make Medicaid work better for parents and children. We need
dedicated attention to and investment in each child with family-based approaches to health
promotion, prevention, and intervention. Strategies that should be considered for child and
maternal health include:

1. Mental health needs of youth: Build stronger partnerships with schools, including
expanding primary care and mental health clinics in schools, funding more school-
based mental health providers, and providing universal screening for anxiety and
depression to school-age children.

2. Two-generation approaches: Place behavioral health specialists in pediatric and
primary care practices to address emerging mental health needs of both mothers
and young children.

3. Maternal health: Provide tobacco cessation interventions during pregnancy, early
screening and treatment of maternal anxiety and depression, post-partum long-
acting reversible contraception to reduce short inter-pregnancy intervals, and
increased referral to parent support programs including home visitation.

By every account, the mental health for children and youth in the US is a crisis, one that has
been both more revealed and exacerbated by the pandemic. The US Surgeon General,
American Academy of Pediatrics, Children’s Hospital Association, American Academy of Child
and Adolescent Psychiatry, and American Psychological Association have all stated that
children’s mental health is a crisis.!? National evaluations have shown that 71% of parents say
the pandemic has taken a significant toll on their child’s mental health.!! In Monroe County, a

9 Office of Disease Prevention and Health Promotion (2020) https://www.healthypeople.gov/2020/topics-
objectives/topic/social-determinants-health/interventions-resources/early-childhood-development-and-education

10 American Academy of Pediatrics (2021) https://www.aap.org/en/advocacy/child-and-adolescent-healthy-mental-
development/aap-aacap-cha-declaration-of-a-national-emergency-in-child-and-adolescent-mental-health/

11 American Psychological Association (2022) https://www.apa.org/monitor/2022/01/special-childrens-mental-health
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March 2022 parent poll by The Children’s Agenda indicated that 5 out of 10 parents said they
have at least one child who has struggled with mental health issues during the pandemic.*?
Among parents of teenagers and Rochester parents, the number was 6 out of 10. For parents of
children with developmental delays or disabilities, it was 7 out of 10. Youth mental health is
likely the foremost long-lasting pandemic equity issue. Yet, the proposed Medicaid waiver does
not address it with any planned implementation or investment.

There are many initiatives and programs Medicaid could be used for that would effectively
address the mental health crisis among New York children and adolescents, including:
e Behavioral health therapists as part of pediatric and primary care practices serving
children.
e Broader partnerships with schools, including expanding primary care and mental health
clinics in community schools.
e More school-based mental health providers.
e Universal screening of children in schools for anxiety and depression, and getting them
resources early to head off problems with brief interventions that are effective.
e Partnerships between health care providers and community-based organizations that
could assist with screening, intervention and treatment.

The Medicaid Waiver needs to explicitly and specifically indicate that children with mental
health concerns are a priority population that must be addressed with this funding
innovation, just as it has for criminal justice involved and homeless and long-term
institutionalized populations in the current proposal. New York State is home to nearly 4
million children.!® Over 50% are children of color and 35% reside in immigrant families.*
Children represent the largest proportion of the population covered by Medicaid (41%), yet
account for only about 9% of Medicaid costs.*> Now our children and youth are in crisis. It is
time for Medicaid to make a significant investment in children’s mental health. The Children’s
Agenda recommends that these investments should at least equal the $1.5 billion designated
to homeless and long-term institutionalized populations housing and services.

There is significant and clear value in paying for two-generation approaches, and incentives
and payment methodologies need to be built around them. The health and mental health of

12 The Children’s Agenda (2022) https://thechildrensagenda.org/publications/monroe-county-parent-poll/
13 Schuyler Center for Advocacy and Analysis (2022) https://scaany.org/wp-content/uploads/2022/01/SONYC-Data-Book-

2022.pdf
14 Schuyler Center for Advocacy and Analysis (2022) https://scaany.org/wp-content/uploads/2022/01/SONYC-Data-Book-

2022.pdf
15 NY State First 1000 Days (2018) https://ccf.georgetown.edu/wp-
content/uploads/2018/06/NYS First1KDays GeorgetownCCF 062618.pdf
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parents significantly influences the health and mental health of children.® Placing behavioral
health specialists in pediatric practices to address emerging mental health needs for mothers,
such as postpartum depression, and to address emerging behavioral and developmental
concerns for young children works and heads off problems early before they get more
serious.!’ These “two-generation approaches” yield strong outcomes and a promise of lower
costs. There are several evidence-based two-generation models presently being implemented
in New York State, but without robust support from Medicaid. The Preventive Pediatric Care
CAG report’s appendix includes an illustrative list. Identification and screening needs to be
accompanied by provision of further evaluation and treatment, data tracking, and making
certain necessary services are received. For social needs, community health workers should be
funded to help families receive recommended supports.

Goal: Build a more resilient, flexible and integrated delivery system to
reduce health disparities

Medicaid is a critical vehicle for promoting healthy development and improving long-term
health trajectories. Those trajectories begin with healthy pregnancies and are significantly
impacted by health in early childhood.'® New York State Medicaid provides coverage for 50% of
pregnant women in New York.'® Medicaid and Child Health Plus provide coverage for nearly
60% of children under three.?° To address the tremendous disparities by race and income that
exist for pregnant women and young children in New York state, The Children’s Agenda
recommends:

1. Continuous Medicaid coverage: Guarantee coverage for children and their mothers
from birth to age 3 years.

2. Universal home visitation: Cover universal home visitation for parents of all
newborns to reduce maternal and infant mortality and morbidity.

3. Developmental screenings: Cover comprehensive early childhood developmental
and social-emotional screenings in partnership with community partners and
provided in community settings.

16 Centers for Disease Control and Prevention (2021) https://www.cdc.gov/childrensmentalhealth/features/mental-health-
children-and-parents.html

17 Centers for Disease Control and Prevention (2021) https://www.cdc.gov/ncbddd/childdevelopment/screening.html

18 Office of Disease Prevention and Health Promotion (2020) https://www.healthypeople.gov/2020/topics-
objectives/topic/social-determinants-health/interventions-resources/early-childhood-development-and-education

19 Medicaid and CHIP Payment and Access Commission (2020) https://www.macpac.gov/wp-
content/uploads/2020/01/Medicaid’s-Role-in-Financing-Maternity-Care.pdf

20 NY State First 1000 Days (2018) https://ccf.georgetown.edu/wp-

content/uploads/2018/06/NYS First1KDays GeorgetownCCF 062618.pdf
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Covering children and mothers from birth to age 3 years would provide continuity of care and
prevent the emergence of health issues due to gaps in health coverage. Children lose access
to regular, recommended care because of gaps in enrollment that unnecessarily and adversely
impact continuity of care and the ability to provide evidence-based and preventive
approaches.?! Two generation approaches require being able to attend to parent and family
needs as well as those of the child. Washington state recently guaranteed continuous coverage
for children on Medicaid from 0 to 6 years of age. The Children’s Agenda is recommending a
minimum of coverage to 3 years of age for both children and mothers.

Universal home visitation provides support for parents of all new parents and their babies.
This practice has been found to reduce both maternal and infant morbidity.?? In Monroe and
Chemung counties, NYS First 1000 Days funding is supporting initial implementation of home
visitation/telehealth visits focused on all newborns and parents. The ability to do this statewide
is seen in recent legislation for universal home visitation passed in Oregon and New Jersey. The
Children’s Agenda recommends expanding the NYS First 1000 Days Maternal Infant Care
Initiative and phasing in statewide home visitation for all newborns so that it is fully available
for every family by the end of the Medicaid waiver period.

Neural circuits that create the foundation for learning, behavior and health are the most
changeable during the first years of life. Because 85% of brain development occurs before
children start school?3, it is critical that all young children receive comprehensive screenings
for vision, hearing, motor skills, language and social-emotional development. When children
are screened, Early Intervention and Preschool Special Education services can begin as needed.
Those services improve outcomes for social relationship, knowledge and skills and improve
children’s ability to meet basic self-care needs. The effectiveness of these services is well-
documented with 64-74% of children who receive Early Intervention making greater than
expected growth, depending on the domain and 77-82% of children who receive Preschool
Special Education making greater than expected growth, depending on the domain.?* However,
New York State ranks second to last in the percent of children receiving developmental

21 Georgetown University Health Policy Institute (2021) https://ccf.georgetown.edu/2021/10/15/kids-with-gaps-in-coverage-
have-less-access-to-care/

22 Dodge, Goodman, Murphy, O’Donnell, Sato & Guptill (2014) https://pubmed.ncbi.nlm.nih.gov/24354833/

2 Tierney, A. L., & Nelson, C. A. (2009) 3rd Brain Development and the Role of Experience in the Early Years. Zero to Three,
30(2), 9-13.

Z4Early Childhood Technical Assistance Center (2021)
https://ectacenter.org/eco/pages/childoutcomeshighlights.asp

The Children’s Agenda | www.thechildrensagenda.org


http://www.thechildrensagenda.org/
https://ccf.georgetown.edu/2021/10/15/kids-with-gaps-in-coverage-have-less-access-to-care/
https://ccf.georgetown.edu/2021/10/15/kids-with-gaps-in-coverage-have-less-access-to-care/
https://pubmed.ncbi.nlm.nih.gov/24354833/
https://ectacenter.org/eco/pages/childoutcomeshighlights.asp

Children Left Out, Again: Position Statement on the Proposed 2023 New York State Medicaid Waiver

screenings, with only 17.5% of children having a formal developmental screening before
entering school.?

Developmental assessments in pre-kindergarten programs, child care community settings,
including with mobile screening units, should be funded under Medicaid to ensure vulnerable
children who may miss screening at their doctors receive care. The Children’s Agenda
recommends funding these approaches including Healthy Steps, Get Ready to GROW, and
Help Me Grow.

Goal: Create statewide digital health and telehealth infrastructure

For telehealth connections, both providers and families need to have access to the internet and
necessary equipment. This is a significant problem for families with young children, who are the
poorest, most racially and ethnically diverse demographic in New York state.?® During the
pandemic, school districts invested heavily in providing internet access and hardware to
families. Parents of young children who also have school-age children could generally use that
support for their younger children as well, for example to access information on health and
development, schedule medical appointments and use telehealth services including Early
Intervention and Preschool Special Education. However, parents of young children who do not
also have school-age children did not have similar access. The Children’s Agenda recommends
that Medicaid funds be allowed to cover internet access and hardware, for both providers
and parents, creating a more equitable system of access.

We urge the Department of Health to reverse New York’s historical under-investment in
children. Healthy growth and development of children today will bring long-term value to
Medicaid and other public systems, including but not limited to education, child welfare and
juvenile justice.

25 JAMA Pediatrics (2018) file:///C:/Users/15856/Downloads/jamapediatrics _hirai 2018 oi 180039.pdf
26 Schuyler Center for Advocacy and Analysis (2022) https://scaany.org/wp-content/uploads/2022/01/SONYC-Data-Book-
2022.pdf
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