
Kids Can't Wait Campaign Year in Review
Despite the curveball this unprecedented year has thrown, the Kids Can’t Wait (KCW) campaign continued its mission to
advocate for reform and improvement of New York State’s Early Intervention (EI) and Preschool Special Education (PSE)
systems, bringing them into compliance with federal law and ensuring that young children receive the services and therapy
they need in a timely manner. 

Here is a brief summary of campaign happenings this past year.

In January, the KCW campaign steering committee and leaders council finalized the State Fiscal Year 2020/21 asks. They
were as follows:

1. Require private health insurance companies to contribute their fair share to the cost of EI by establishing a “Covered
Lives” assessment of $40 million, drawing revenue from commercial insurance providers.

2. Raise reimbursement rates for all service providers, therapists, evaluators and classrooms in the EI and PSE system
by 10% in order to recruit and retain enough professionals to serve all children in need.

February brought a successful trip to Albany, where KCW staff, steering committee members, and constituents held
meetings with Assembly and State legislators and Governor’s office staff. During these meetings the KCW SFY20-21 asks
were discussed. Members of the KCW Leaders Council signed a letter to state legislative leaders urging them to include the
EI Covered Lives proposal in the one-house budgets of the Assembly and Senate. Then the pandemic struck in March and
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budget activity came to a halt. Although there was favorable support for the Covered Lives proposal, when the hastily
passed final enacted budget was released it did not include it.

As EI and PSE services had to adapt to state guidance about providing services safely during the COVID-19 pandemic ,
which changed rapidly and regularly, the KCW staff spent time keeping up to date about what was going on with both
families and service providers.

In June, the KCW campaign hosted its first virtual parent Tele-Talk. The event consisted of a panel of early childhood
therapists discussing with the audience the benefits of teletherapy, what a typical session involves and tips for successful
sessions. It was also during June when the KCW campaign sent out an action alert, asking Governor Cuomo and the
Department of Health to extend the June 30th deadline for three year old children to be able to continue receiving EI services
as they wait to receive an evaluation for PSE. On Monday, June 30th, the State announced that the deadline would be
extended until August 31st.

The KCW campaign held its 2nd virtual event in August. At this event parents shared their thoughts about what was and/or
wasn’t working with EI and PSE services. 

This fall, the KCW campaign distributed a statewide parent survey regarding teletherapy services. The campaign also
launched the KCW Champions Group, which is open to parents, providers and advocates across the state who are
interested in creating systems change for children receiving EI and PSE Services. In addition, the KCW campaign was
pleased to see that the New York State Association of Counties had included the Covered Lives proposal in its 2021
Legislative Program for Children with Special Needs.

The KCW campaign closes out the year in discussions to finalize its 2021/22 asks and looks forward to another year of
fervent advocacy for the states youngest constituents.

Kids Can't Wait Campaign Parent Survey Results

In October, the Kids Can’t Wait campaign distributed a statewide parent survey to
find how EI and PSE services were going for children and families throughout the
state. Below is a summary of the survey results.
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The survey received 26 responses representing 11 NYS counties. The majority of
families have two children in the household with at least one of the children
receiving services.

In spring 2020, 54.2% of families participated in EI teletherapy & 37.5% in PSE
teletherapy with two families opting out. In fall 2020, 50% of families participated
in EI teletherapy services & 29.2% participated in PSE teletherapy services with
three families opting out.

Speech (SLP), occupational therapy (OT), and physical therapy (PT) were the
most used services. Service opt outs involved SLP at 13.6% with music therapy,
ot, pt, seit all at 4.5%. The top twp reasons for opting out of teletherapy services
were it didn’t fit into the family schedule and families wanted in person services.

Teletherapy services were mostly initiated by therapists (38.5%), followed by
families requesting it (19.2%). Families in both systems felt that communication
with their providers was great. However, communication with care coordinators
was rated great by EI families and good for PSE families.

Overall, families in both systems felt that teletherapy services were going well
families stating that they saw significant (34.6%) or good (26.9%)  progress being
made by their child.

In regards to current service delivery there was a tie between in-person and
hybrid at 34.6% with teletherapy not to far behind at 30.8%. EI families said that
their child is receiving all the services noted in their IFSP’s but PSE families
answer to that same question regarding their child’s IEP’s was either no or I don’t
know.

If you’d like to view the full report you may do so by clicking here.
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Newsletter Submissions

The Kids Can’t Wait monthly newsletter continues to inform
readers about information and issues surrounding New York
State’s Early Intervention and Preschool Special Education
Programs.

“Best Practices” and “Guest Essayist” are two new sections
being added to the monthly newsletter beginning with the
January 2021 issue.  We are currently seeking submissions
from parents, providers and advocates who have tips,
experiences and/or concerns, etc. that they’d like to share.

Please email kristen@thechildrensagenda.org for more
information.

February Advocacy

We may not be able to descend on Albany in bus loads as
we have in the past but the ADVOCACY will still go on.

This February 2021, our annual visits with state legislators
to speak with them about the Kids Can’t Wait campaigns
legislative asks will be held virtually via Zoom. Although the
logistics maybe different, our purpose and goals are the
same.

More details will be coming as legislative appointments are
scheduled. Please note that participants will be provided
with written materials including our legislative asks, talking
points, social media messaging and information packets for
legislative staff and legislators.

 

Become a KCW Champion
The first meeting of the KCW Champions Group was held on December 8th. It
was a good turnout and discussion with parents, providers and advocates
throughout New York State, interested in creating systems change for children
receiving Early Intervention and Preschool Special Education Services.
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If you were unable to attend, no worries, the KCW Champions group will meet

virtually on the 2nd Tuesday of every month. The next meeting will be on

Tuesday, January 12th from 630 pm – 800 pm.

The KCW Champions Group is an inclusive welcoming environment where
people can connect with peers, tell their stories, share their experiences, and
obtain support for their development as advocates and leaders.

The group is opened to all interested NYS residents.

To register or for more information, please
email kristen@thechildrensagenda.org.

Let the Bureau of Early Intervention (BEI)

Know How Services Are Going

In the January 2020 KCW newsletter we informed readers that BEI said their data did not support the issues we relayed from
families regarding Early Intervention services. According to BEI they don’t hear a lot from families who are having issues with
services.

This same sentiment was heard at the most recent State Early Intervention Coordinating Council meeting. BEI is under the
impression that services are going well for families because they haven’t received any complaints from parents stating
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otherwise.

The state needs to hear from families about the good, the bad and the ugly in order for the necessary improvements to be
made. Families can provide their feedback to the BEI by calling 518-473-7016 or sending an email to beipub@health.ny.gov
with the subject line "Lodging Complaint About EI." Parents can include information they wish to share, such as the specific
issue(s) they are experiencing. We'd love to hear about your experience communicating with BEI!
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