Early Intervention Family Town Hall

Notes from September 18", 2025 - English Session

Links Shared

Ilinois Early Intervention Clearinghouse (EIC) - https://eiclearinghouse.org/
Ilinois Department of Human Services (IDHS) page containing the detailed information on
early intervention eligibility: https://www.dhs.state.il.us/page.aspx?item=144029

EIC Family Rights in Early Intervention (El) toolbox
https://eiclearinghouse.org/toolboxes/familyrights/

EIC Early Intervention Timelines and Your Rights tipsheet
https://eiclearinghouse.org/einotes/timelines-rights/

The Family’s Role in Early Intervention Visits tipsheet
https://eiclearinghouse.org/einotes/famrole-eivisits/

EITP Family Rights in El Video series
https://www.youtube.com/playlist?list=PL7F91-VZdRS9J8Er6qHsLjVAQwOICPaiv
EITP Resources related to the Family Rights in El Video Series
https://go.illinois.edu/FamilyRightsVideos

EIC Daily Routines Are Learning Times tipsheet
https://eiclearinghouse.org/einotes/routines/

EIC Transition at Age 3: Leaving the Early Intervention Program tipsheet
https://eiclearinghouse.org/einotes/transition-at3/

EIC Transition: Understanding Family Rights
https://eiclearinghouse.org/einotes/transition-famrights/

Individuals with Disabilities Education Act (IDEA) Childfind: When I’m Three Transition
Guidebook

https://www.childfind-idea-il.us/Materials/when_im_three.pdf

EIC Parent Training and Information Centers
https://eiclearinghouse.org/blogs/parent-centers/

Family Matters - https://fmptic.org/

Family Resource Center on Disabilities - https://frcd.org/
EIC Live Video Visits and Telehealth toolbox
https://eiclearinghouse.org/toolboxes/video-visits/

Center for Disease Control (CDC) Developmental Milestone Videos
https://www.cdc.gov/act-early/milestones/#cdc_toolkit_main_toolkit_cat_4-developmental-
milestone-videos

Pathways.org: Play with Baby - https://pathways.org/play


https://eiclearinghouse.org/
https://www.dhs.state.il.us/page.aspx?item=144029
https://eiclearinghouse.org/toolboxes/familyrights/
https://eiclearinghouse.org/einotes/timelines-rights/
https://eiclearinghouse.org/einotes/famrole-eivisits/
https://www.youtube.com/playlist?list=PL7F9l-VZdRS9J8Er6qHsLjVAQw0ICPaiv
https://go.illinois.edu/FamilyRightsVideos
https://eiclearinghouse.org/einotes/routines/
https://eiclearinghouse.org/einotes/transition-at3/
https://eiclearinghouse.org/einotes/transition-famrights/
https://www.childfind-idea-il.us/Materials/when_im_three.pdf
https://eiclearinghouse.org/blogs/parent-centers/
https://fmptic.org/
https://frcd.org/
https://eiclearinghouse.org/toolboxes/video-visits/
https://www.cdc.gov/act-early/milestones/#cdc_toolkit_main_toolkit_cat_4-developmental-milestone-videos
https://www.cdc.gov/act-early/milestones/#cdc_toolkit_main_toolkit_cat_4-developmental-milestone-videos
https://pathways.org/play

Lurie Children’s Hospital SPEAK-Up
https://www.luriechildrens.org/en/serving-the-community/magoon-institute-for-healthy-
communities/focusing-on-maternal-and-early-childhood-health/speak-up/

Vroom - https://www.vroom.org/

Kinedu - https://learn.kinedu.com/

Illinois Department of Early Childhood (IDEC) - https://idec.illinois.gov/

IDEC Engagement Opportunities and Listening Sessions
https://idec.illinois.gov/idec-education-care-transition-planning/engagement-opportunities-

and-listening-sessions.html

IDEC EC Workforce Listening Session (Sept 18)
https://idec.illinois.gov/events/2025/idec-ec-workforce-listening-session.html
Ilinois Families for Early Intervention - https://www.facebook.com/ilfamiliesforei

Discussion — Questions & Comments/Response from Benny and other

presenters

A parent (Cook/Kane County) shares that they have loved their experience in El and that they
appreciate the providers and therapists they have worked with but the extended time on the
waitlist was difficult and that there are not enough therapists available to meet the need
statewide. Recommends that the waitlist issue and anticipated wait times be better
expressed to parents who are starting out in El.

o How long was the wait from the initial meeting to the first therapy session?

=» The parent responds, it took a year between the initial evaluation/denial and
the pediatrician's referral to be re-evaluated, after which the child qualified.
Therapy/services started roughly 3-4 months later
The same parent also shares that when their child was born prematurely, a family member
who was also in El told them that premature infants would automatically qualify for services,
but their own child was denied after evaluation. Is this true or has it previously been the case
butis no longer in effect? Either way, suggests that parents be better informed of this aspect
of the program.

o Premature infants are not automatically eligible, but other factors that premature
infants frequently have are (low birth weight, additional medical conditions, etc.). The
first assessment will consider if there is a developmental delay of 30% or more, if
there is a physical condition, or if other risk factors are present. It may have been the
case that at the beginning the criteria were not met, but parents can always seek
reassessment. Were you provided with other resources after the initial denial?

= The parent responds, no, a few other options were presented, but no El related
information was shared.

e Thisis something for IDHS to improve on, connecting families to
services and information in the interim because there's going to be
times where families may not be eligible, but it doesn't necessarily
mean that there may not be a need for some help.
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o EIC shares a link to eligibility information in the chat.

e Adifferent parent asks, ‘How long does it typically take to find therapists? | have been waiting
months and months to have a PT assigned and months for a new OT for my son.

o According to state law, IDHS has 30 days to connect families to services after the
team comes up with outcomes, recommendations are made, and the family consents
to the IFSP.

e The same parent shares that paperwork was signed in April/May of this year and the family
was to receive weekly PT and OT, but the PT was never assigned, and the family has not had
any PT appointments. An OT was assigned, but the family moved (Cook to Lake County), and
even after signing new paperwork, they have not had any OT visits either.

o Benny acknowledges that there is a shortage of providers statewide and asks the
parent to send a private message to the Bureau team so that they can connect the
parent with support/services ASAP.

= Adifferent parent suggests that the speaker contact their service coordinator
as soon as possible, and another asks in the chat, was the speaker ever
informed of their rights?

e The speakerresponds, no, they had not heard of the thirty days or
would have reached out earlier and have only heard that providers are
not available.

o Have any live video visit (LVV) services been offered in the interim?

= The parent does not believe that the option was made available and feels that
video visits may not be beneficial to the child. The parent expresses frustration
that several key therapy months have already been lost and that reevaluation
may be needed at this point.

e Benny suggests the formal complaint/mediation process that parents
can pursue if they feel that the laws have been violated and can ask for
remedy, mediation (if a third party is needed to address the challenge),
or due process opportunities to have an administrative law judge take a
look at the case and make decisions.

e The Bureau team will reach out to connect the parent with informal
support options and reach out to the local CFC.

o Regarding live video visits, many parents think that the services are just a child and
therapist working together, but the services are actually delivered to the parents, not
the child. Children learn within the context of their relationships with trusted adults
and it's that back-and-forth interaction that the parent has with their child that is
creating a bunch of new connections in the brain that help foster development. El live
video visits are an opportunity to connect with a therapist and talk together about
what the family is experiencing. The therapist might watch you do a couple of things
with the child and then share ideas that fit into key routines for the family. It’s one of
the ways that you might be able to temporarily get services while waiting for an in-
person provider to be able to come into your home.



o EIC shares links to the Clearinghouse’s Family Rights Toolbox, Early Intervention
Timelines and Your Rights tipsheet, and The Family’s Role in Early Intervention Visits
tipsheet. EIC also links the EITP Family Rights in El Video series.

e ABureau employee and former El parent speaks up to share her experience with live video
visits, having done multiple therapies through Zoom and in-person. While initially hesitant
and skeptical, she feels that her child was able to make progress with the video visits.
Additionally, she shares that LVV puts the onus on the parent, which could be a bit scary at
first, but that the video therapists taught her how to best help her child as a parent.

o EIC shares the Clearinghouse’s Daily Routines Are Learning Times tipsheet.

e Aparentand early childhood professional whose child was previously in El shares their
difficulties with the transition process. While they had the impression from other families in
the area that the early intervention to school district services handoff would be fairly smooth,
this was not the case, and the school district initially denied the child for all services and the
parent had to advocate for the child to receive the services. The parent shares that the
transition process felt very unclear, even when consulting with the service coordinator, and
that the transition was very isolating. While the parent feels that El was ultimately positive
and helped the child make progress, they feel that if the transition out of El would have
provided stronger and continuous support, their child would not be having as significant of
delays as they are currently experiencing and that lacking that bridge can possibly defeat the
work that has been done.

o Thank you for sharing your experience - are there particular things, when you reflect
back that from the early intervention side of things that we could have done
differently, or suggestions that you would like to see for other parents going through
this experience; ideas that would help make a better transition and equip parents for
that transition?

= The parent suggests that there should be more information as the realities of
the El to school transition, the steps to obtaining an IEP, what the school
district will look at, what a play-based assessment looks like, etc. The parent
notes that their speech pathologist was a great resource at the time and that
they could not imagine navigating the services, advocating, and appealing to
school district if they were not a primarily English speaker, if they did not have
an education, or were not supported in some way. The parent has also heard
similar stories from other parents exiting El as well.

o While I don't have the opportunity to make changes on the school district side of
things, | do engage with my counterpart at the school district, and we talk about
transition on a regular basis. | can share this information with them, and we can
collaborate together to improve the transition process to be positive for families.

o EIC shares the Clearinghouse’s tipsheets, Transition at Age 3: Leaving the Early
Intervention Program and Transition: Understanding Family Rights. EIC shares the
When I’'m Three Transition Guidebook.

e Another parent shares in the chat that the program could provide families with information
on Parent Training and Information Centers like Family Matters and the Family Resource



Center on Disabilities. A different parent suggests implementing ‘Graduation Packets’ for
families navigating the next phase of early childhood.

o EIC shares the Clearinghouse’s Parent Training and Information Centers guide.

A different parent speaks up to talk about their experience with live video visits. While they
were initially against video-based therapies, speaking with numerous other parents in El who
had utilized LVV changed their perspective. Although their child had already aged out of El at
that time, the parent reflects that they would now choose to go that route as opposed to in-
person visits.

o EIC shares the Clearinghouse’s Live Video Visits and Telehealth toolbox.

The same parent also shares their transition experience, which was a much smoother and
more positive handoff than was described by a previous speaker. The parent was able to
communicate well with their CFC throughout the transition and shares how much progress
their child made in therapy throughout their time in El. The parent expresses how they wish
the other speaker had a better experience like their own and notes that there is often a
disconnect between how the El program and school districts evaluate children.

o There is a difference in eligibility criteria between early childhood and school districts,
and each state has its own criteria. That is a good point that is being raised, where can
we point people so that they know what those differences are as they move into
transition so that they are better equipped for those conversations, as something the
program can improve on.

A different parent asks, | know that there are providers that can deliver services virtually
through LVV but are there pre-recorded videos or materials available that can help me to
help my child?

o The Clearinghouse is an early intervention resource library that is hosted at the
University of Illinois Champaign-Urbana. You can reach out to the Clearinghouse, and
say, | want to learn about this particular thing, whether it's a video or a book and they
can ship directly to you or route the materials to your local library, and you can pick it
up there and then send it back through your library to the Clearinghouse. The
Clearinghouse also helps us host this town hall. Vroom and Kinedu are other good
resources that have videos and other resources on incorporating El into everyday
activities.

o Benny shares his own experience being unsure as a parent even with an education
that made him a child development specialist and frantically looking for information
like the resources he shared previously.

o EIC shares a link to the Early Intervention Clearinghouse website and the CDC Act
Early Developmental Milestones videos. EIC also shares the Pathways.org videos and
Resources.

In the chat, a different parent shares their appreciation for the Clearinghouse and VROOM
application and recommends the SPEAK-Up virtual support group for parents interested in
learning more or have children who have been referred to El services.

A parent asks, how will the new state department for early childhood impact El services?



O

The Early Intervention Program is currently under the Department of Human Services.
We are going to be moving into a new department specifically focused on early
childhood development, the Department of Early Childhood (IDEC) in July 2026.
Things are going to shift over, and we're going to continue as business as usual in that
new department. IDEC is actively seeking to hear voices from families about their
experiences so they can think about where there's opportunities for improvement. The
goalin the new department is to make services easily accessible to be make sure that
we have all of the resources necessary to make sure that we are meeting the vision of
having Illinois be the best state in the nation to raise a young child. We don't anticipate
anything major shifting, but they are working with different groups to be able to hear
directly from families. There are engagement opportunities and listening sessions for
families to connect directly to the new department so they can think about where the
challenges are in the system and where the opportunities are to make things more
efficient and better for families. They are really centering it around the family voice. |
don't anticipate anything that would be negative about the experience for families as
we're making that transition. | think that with the greater focus on parents and
children, you'll start seeing more and more improvements in the system for families.

A Bureau employee shares a link to the IDEC website and Engagement Opportunities
and Listening Sessions.

EIC shares a link to a provider-focused listening session scheduled for later in the
evening (Sept 18).

In the chat, an attendee shares that as an El professional and former El parent that they can
understand the benefits and challenges of El from multiple angles and thanks other parents
for offering their feedback on how things can be improved to help El become a stronger

program and major support for children and families.

A parent asks, ‘During COVID, | learned that El services were covered 100% (from a financial

standpoint, regardless of income-based tiering — is this still the case or there plans to change

this policy?’

O

In our system, we have different ways that we use help cover the costs of services,
such as billing the insurance, Medicaid, or utilizing state funds. In our state laws, we
have the family participation fee, which is based on income and household size, and
is a portion that the family pays if the state pays more than one of the other resources.
During the public health emergency, Bureau leadership made the decision to ‘credit’
the family fees, and this was done without going through an emergency rule change
process, so we’ve been violating our own law. We have begun the process to
implement the fees again; however, some of the requirements for eligibility have
changed and we’ve gone through the process to update our rules to expand the
amount of families who do not have to pay a fee, in alignment with the requirements
for children who are eligible for Medicaid and not paying a fee. Reimplementing the
fees is necessary to be compliant with state law, so at the latest, we believe that
January 1, 2026, would be when family fees are implemented again. We are currently
in the process of reviewing the information we have around family fees and to try and



make it more understandable for families, provide additional resources, and train our
staff.

e Inthe chat, a parent shares a link to the Illinois Families for Early Intervention page.

Closing Remarks

e Bennyencourages attendees to share in the chat any successes that they’d like to celebrate
and thanks attendees for their time and for sharing their experiences. Benny encourages
families with lived experiences in the system to explore El roles as service coordinators and
parent liaisons in the future.

Notes from September 18th, 2025 — Spanish Session

Links Shared

e Grupo Salto - Supportin Spanish for families with children with diverse abilities, with a focus
on autism - https://www.gruposalto.org/

Opening Remarks
e No opening remarks for the session, as Benny’s arrival was delayed.

Discussion — Questions & Comments/Response from Benny and other
presenters

e Aparentof a child in early intervention (El) shares that their child (currently 2 years and 10 months
old) will be aging out of El soon and starting school in a few months, with the school evaluation
scheduled for the next week. The child started therapy in January of this year following an diagnosis
for autism and speech delay. The family is very grateful for the services as the child is now able to
speak and family is very happy with the progress that has been made. With the help of the OT, ST,
and DT, the child is now more social and listens and understands better than before. Each therapist
comes to the family’s home once a week and the child really enjoys the sessions.

o A Bureau employee asks, how would you describe your overall experience with EI?
= The parent responds, the program has been very helpful and supportive, any devices
needed to facilitate communication have been provided and the therapy sessions
have helped to calm the child. The child did not like therapy at first, but the
therapists were very firm and steadfast. The parent learned many strategies working
with the therapist and has incorporated some of the tools into the families’ home to
better work with the child outside of therapy sessions.
o Do you have any worries or concerns now that your child will soon be aging out of the
program?
= The parent responds that regarding the transition, the only concerns are that the
child still does not speak in full sentences and that this may lead to frustrations and
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difficulties communicating with other children; however, the therapies will continue
once the child is in school. In addition, the child is still in diapers, which may be
challenging as well. The parent is a bit worried knowing that the child will be working
with new therapists, but the parent continues to work with the child at home to
prepare them.

o Benny says that he is happy that the parent has learned strategies from therapy that have
helped them to better interact with their child. Benny encourages the parent to write down a
list of goals what the parent is hoping to achieve with the services as the child transitions
into a school setting.

= The parents responds that they asked one of the therapists if they think the child will
have trouble adjusting to the school setting, but the therapist helped to reassure
them.
A different parent shares that they wished that more therapists and therapy options were available
to them in their area (Lake County, IL). Their child has greatly improved with help from their
therapists, but they have only had two DT visits since starting El a year ago as the DT does not have
very much room in their schedule.

o Many families are experiencing this issue. What was your waiting period for your child to
receive services?

= The parent responds, roughly a six month wait for the first DT appointment but
received OT & ST before that. The parent shares that their service coordinator was
very helpful and communicative with them during the wait period, and kept the
family informed about where they were in the list while waiting for services and
made the parent feel seen and that they were a priority. Other therapists were also
very supportive and helpful with strategies as the family waited for DT.

o Asix-month wait is less than ideal — were telehealth/Zoom appointments offered to you as
an option?

= The parent responds, yes and no, speech therapy was offered via telehealth but was
not available right away; however, shortly afterwards the family was lucky to be
bumped up on the waitlist after a different family could not complete services.
Telehealth was not offered for other therapies.

o What strategies can the El program implement to improve availability? It is important that all

children receive needed services.
= The parent shares that they wish the program was expanded to include children up

to five years old as they wish they had a longer time with the services, especially

with a late referral to the program at two years old and extended wait times.
A different parent expresses their gratitude for the program and services, and wishes the program
was longer. The parent shares that their social worker and interpreters were very helpful for them in
communicating with the therapists. Their child is now four and continuing speech therapy. The
parent had a very good experience in the program and felt that their therapist was like a family
member to them.
Another parent shares how one of the families’ El interpreters helped to ease their worries after
their child was diagnosed with autism. While some other family members were not supportive and



rejected the referral to El services, the interpreter helped the parent to better understand the
diagnosis and how to best help and support their child. The parent shares how the program has
empowered her to want to be more than just a parent to their child, but an advocate.

e Adifferent parent asks, why does the program end at age three?

o The Individuals with Disabilities Education Act (IDEA) defines three age groups for children —
0-3, 3-5, and 5-21, with a different series of services for each age group. Once children age
out early intervention, they are eligible for the next program/set of services for ages 3-5.

e Another parent shares that El has inspired them to further their education and seek a degree in child
therapy after seeing their own child’s successes in program and wanting to help other children
succeed as well.

e Adifferent parent shares that they participate in a support group of other families in their area who
are exiting El soon, the group shares their successes and worries with one another. The parent
recommends this type of group for other families.

Closing Remarks

e Bennythanks attendees for their time and for sharing their experiences.

Next Family Town Hall is November 18, 2025, 6:30-7:30PM (English/ASL) and
7:30-8:30PM (Spanish). Register here:
https://forms.illinois.edu/sec/586748368
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