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What is First Steps?
First Steps is Missouri’s Early Intervention system for infants and toddlers, birth to age three, who have delayed 
development or diagnosed conditions that are associated with developmental disabilities. First Steps is a voluntary 
program which provides families the tools they need to help their child be successful. Families play an integral role 
in their child’s development. 

Who is Eligible for First Steps?
Infants and toddlers who have one of the following criteria may be eligible for First Steps:

Newborn Condition Diagnosed Conditions Developmental Delay
Referred prior to 12 months of age 
with a birth weight less than 1,500 
grams, with one or more of the 
following conditions diagnosed at 
birth or within 30 days post birth:

• APGAR of 6 or less at 5
minutes

• Intraventricular hemorrhage
(IVH) (Grade II, III, or IV)

• Any Positive Pressure
Ventilation greater than 48
hours, including ventilator or
oscillator

• Resuscitation/code-event
requiring chest compressions

Referred prior to 36 months of 
age with a diagnosed condition 
including, but not limited to, the 
following:

• Autism Spectrum Disorders
• Chromosomal Trisomy
• Craniofacial Anomalies
• Disorders of the Nervous

System
• Disorders Related to Exposure

to Toxic Substances
• Infections/Viruses/Bacteria
• Other Chromosomal

Abnormalities
• Other Genetic/Congenital/

Metabolic Conditions
• Sensory Impairments
• Severe Attachment Disorders

Referred prior to 36 months of 
age, with a half-age developmental 
delay, as measured by appropriate            
diagnostic measures, in one or 
more of the following areas:

• Cognitive development
• Communication development
• Adaptive development
• Social or emotional

development
• Physical development,

including vision and hearing

Eligibility is determined through an evaluation of the child, during which the service coordinator reviews information about the 
child’s birth, medical history and developmental history. An evaluator may administer a test to determine the child’s abilities. 
With the parent’s consent, the service coordinator may gather information from caregivers, child care providers, educators 
or other family members. Eligibility criteria for First Steps, including examples of diagnosed conditions, are available at:                   
https://dese.mo.gov/special-education/first-steps/eligibility

What is a SPOE?
First Steps is operated through contractual agreements in ten regions across the state. The regional offices are known 
as a System Point of Entry (SPOE) and they provide service coordination, intake and eligibility determination, as well 
as all local administrative activities for the program. Building a strong network among the SPOE and primary referral 
sources in a community assists in the early identification and referral of children who are potentially eligible for First 
Steps. Missouri is a geographically diverse state, yet regardless of location within the state, all Missouri children and 
families receive support from a SPOE in their area. 

What is an IFSP?
Children found eligible for First Steps have an Individualized Family Service Plan (IFSP) which reflects a family’s 
concerns, priorities and resources with regard to the development of their infant or toddler. Families participate as 
partners in the planning, development, implementation and review of their IFSP. The IFSP process is unique to each 
family. Service coordinators and service providers recognize that families are diverse, and collaborate with family 
members to ensure the development of meaningful goals and related services that assist the family in improving their 
child’s functioning in everyday routines and activities.

https://dese.mo.gov/special-education/first-steps/eligibility
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To Make a Referral to First Steps:
    call toll-free (866) 583-2392  or refer online at: www.mofirststeps.com

Source: First Steps SPOE Data Report 
– July 2017. A complete report is 
available at: 
https://dese.mo.gov/sites/default/
files/se-fs-first-steps-spoe-data-
report-july-2017.pdf

Number of Children Served by First Steps in Each County

Total: 7,340
(May include children over age three 
who are still receiving services.)

The Number of Children in First Steps is Growing
From 2014 to 2017, Missouri First Steps has seen an increase of 16% in the number of children served. A growing 
number of children are being identified with developmental delays or disabilities not only in Missouri, but also in 
more than half of the states in the U.S. 

According to research available from the Centers for Disease Control and Prevention (CDC), the cause of developmental 
delays in young children is largely unknown. However, some factors influencing an increase in children with 
developmental delays or disabilities include:  improved diagnostics and survival of newborns, expanded screening 
activities for infants and toddlers, and increased awareness of the importance of early intervention.  

An increase in the number of children served also means there have been challenges in the number of families 
affected by opioid use, cases of abuse/neglect, and children with developmental disabilities.  Serving more children 
means reaching more families whose everyday routines and activities have the greatest influence on their child’s 
development. 

No two families in First Steps are exactly the same. Families are increasingly more diverse with households consisting 
of two parents, single parents, foster parents and adoptive parents. Providers of early intervention services are 
responsive to and respectful of the diversity of each family served. 

https://dese.mo.gov/sites/default/files/se-fs-first-steps-spoe-data-report-july-2017.pdf
https://www.mofirststeps.com/
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Who Referred Families to First Steps?
First Steps receives referrals from parents as well as many community programs such as hospitals, physicians, child 
care centers, preschools and other public agencies. 

Referral Sources in 2016-17 % of Referrals 
Medical Providers (Hospitals, Physicians, Other health care, Public health) 40.5%
Parents 37.7%
Social Service Agencies (Mental Health, Health & Senior Services, 
Children’s Division, Domestic Violence and Homeless Shelters) 10.8%

Early Childhood Programs (Parents as Teachers, Early Head Start, School 
districts, Child care programs) 11.0%

TOTAL 100%

When Parents Made the Referral, How Did They Learn About First Steps?
In 2016-17, Parents Learned About First Steps From: % of Parent Referrals
Medical Providers (Hospitals, Physicians, Other health care, Public health) 44.3%
Other (Friend, Family member, Neighbor) 35.6%
Early Childhood Programs (Parents as Teachers, Early Head Start, School 
districts, Child care programs)

16.7%

Social Service Agencies (Mental Health, Health & Senior Services, 
Children’s Division, Domestic Violence and Homeless Shelters)

3.4%

TOTAL 100%

Blake’s Story:  
By Heather of Arnold, MO

We knew early in our pregnancy that our son would have complications. When Blake was born he went into kidney 
failure at 2 days old and began daily dialysis to survive. 
 
We began working with First Steps weekly. Having the support in our home was incredible.  Blake was limited to 
what he could do physically with a catheter placed in his stomach for dialysis access. He worked hard every visit and 
we were given support with exercises and equipment to try. Blake was on a feeding 
tube for 18 hours a day to keep fluid on his kidney but because of our Occupational 
Therapist he would still eat some by mouth, which is very rare for a baby with kidney 
disease. 

We needed our son to be 25 pounds to reach the size requirement for kidney transplant. 
An amazing woman we did not know prior to this journey offered to be tested for our 
son and ended up being a perfect match. Blake and his donor went in for transplant 
surgery on January 18, 2016. His donor has given our son the gift of life and Blake is 
now thriving and reaching new milestones.

Post transplant Blake is learning to walk and has mastered crawling. First Steps has 
provided Blake with assistive technology devices and it has been incredible to watch 
him take off!

Blake has done wonderful with eating and drinking, too. It’s still a work in progress 
but he went from being mainly tube fed to eating solid table foods and drinking from a 
straw. Recently we have added Speech Therapy and a Nutritionist to help Blake. 

First Steps has impacted our family so much and given our little guy a chance to grow 
and develop like every child deserves. We are incredibly grateful to have such a wonderful team in our home each 
week and we know that without this program our son would not be thriving like he is today. On behalf of Blake, our 
family and other families of kiddos with special circumstances, thank you for all you do.

“Blake smiling for the camera and 
loving life” - Heather



Karleigh’s Story: 
By Andrea of Columbia, MO

Karleigh was diagnosed with failure to thrive and shortly after we noticed that she wasn’t meeting developmental 
milestones, and that her vision appeared to be limited.  

Karleigh was referred to First Steps and found eligible. In First Steps, she has received Physical and Occupational 
Therapy, Special Instruction for the Visually Impaired, Speech and Language Pathology, and other related services.  

Medical testing led to several diagnoses including brain abnormalities, cortical vision 
impairment, epilepsy, and cerebral palsy.  She had an amazing medical team, but most 
of her physicians did not want to instill a false sense of hope.  They warned that she may 
never see properly, roll over, sit up, crawl, talk, or walk.  

Her First Steps providers visit with our family and Early Head Start teachers each week to 
share strategies that can be used throughout our daily routines. With the help of the First 
Steps providers, she has accomplished things like eating, sitting up, crawling, and talking!  
Even though her seizures and vision impairment affect her balance and coordination, she 
recently began taking steps and we hope one day she will walk independently.  Karleigh’s 
progress is slow, and steady.  She is stubborn, persistent, and always joyful.  She amazes 
us daily.

Our family has been greatly impacted by First Steps. So much so, that I made a career 
change. I have become a First Steps Service Coordinator, and get to share the joys, 
triumphs, sorrows, and celebrations with families of children with special needs.  Karleigh’s 

Service Coordinator and providers have been caring, articulate, thoughtful, and have become like family members, 
and I hope that I am able to do the same for the families that I serve.   

Karleigh is nearing the end of her journey in First Steps and will enter the local Early Childhood Special Education 
program. Because of the support that Karleigh received through First Steps, she is sure to succeed in the ECSE 
classroom and beyond!
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Reasons for Leaving First Steps in 2016-17 # of Children % of Exiting Children

Completed First Steps Program:

    Parent requested referral to ECSE - Eligible 2,506 50.8%

    Parent requested referral to ECSE - Not Eligible 470 9.5%

    Parent did not request referral to ECSE 249 5.0%

    Eligibility for ECSE in process 191 3.9%

Other Reasons:

    Family withdrew from First Steps 729 14.8%

    Unable to contact the family 292 5.9%

    Moved out of state 212 4.3%

    Child completed IFSP outcomes 258 5.2%

    Child passed away 30 0.6%

TOTAL 4,937 100%

When It’s Time to Leave First Steps
Most families leave First Steps when the child turns three years old; but, there are times when families leave First 
Steps before the child is three. Most children go to Early Childhood Special Education (ECSE) through the local 
school district or another community program after First Steps. However, some children leave for other reasons 
such as completing IFSP outcomes before age three or the parent chooses to leave the program.

“Karleigh driving her car at 
daycare” - Andrea



6

Parent participation and feedback are important in helping the First Steps program make a difference for chil-
dren and families in Missouri. If you currently have a child in the First Steps program or your child previously 
participated in the First Steps program, here are two ways you can share your experiences:

•	 First Steps regional council meetings are held throughout the state to provide an opportunity for parents 
to share their experiences and participate in discussions with local members. 

•	 First Steps state council meetings are held in Jefferson City to provide an opportunity for parents to share 
their experiences and participate in discussions with state members. 

A brochure about state and regional councils is available at: https://dese.mo.gov/sites/default/files/se-fs-
sicc-first-steps-icc-brochure.pdf

Easton’s Story: 
By Stacey of Bloomsdale, MO

Easton was born with Multicystic Dysplastic Kidney Disease. This caused many medical issues that Easton had to 
overcome. For the first 30 days of his life. Easton lay on his back in an incubator in the NICU. Besides wiggling his 
hands and feet, his movement was very limited. Due to his kidney disease Easton also had problems eating and 
swallowing. A feeding tube was placed in his nose and 3 months later a more permanent feeding tube was surgically 
placed in his stomach to ensure his nutritional needs were met. These tubes were an 
additional hindrance to Easton’s movement and overall development.

My family and I worked with providers at the hospital in order to keep Easton’s development 
on track.  However, Easton and I needed something more. We needed an approach that 
involved the entire family, including our 3 year old daughter. We needed someone to come 
into our lives at home and teach us how to help our son reach his developmental milestones 
without making the journey ahead seem overwhelming. This was an enormously trying 
time in our lives and Easton’s medical issues and developmental delays seemed all-
encompassing at times. I didn’t want what I call “homework”. I didn’t feel like my family 
could handle one more list of things that had to be done. Easton’s medical issues and 
development delays were all too much and I knew we needed more support than my 
extended family and friends could provide.

First Steps came into our lives and was a ray of hope for Easton and my family. I was 
surprised and delighted that First Steps did not push an agenda of tasks and homework. 
Instead, they embraced Easton and showed us how our daily lives could be used to 
enhance Easton’s development. My family worked alongside Easton’s providers for three 
years. We laughed, cried and crawled on the floor together with Easton. We crawled up 
and down the stairs, we took walks around our lake and they even sat down and ate 
dinner with us.  My husband and I were able to take the lead and First Steps was right 
there to support us.  

My First Steps family surpassed all my expectations for Easton.  They turned this very 
stressful situation into an adventure that my entire family took part in.  I made life-long friends and learned valuable 
lessons about what the right support can do for a child and family.  I will be forever grateful for my First Steps family.  

“Easton smiling during his G-
tube feeding” - Stacey

Parents: Are You Interested in Sharing Your Experiences?

For more information, contact your service coordinator or local SPOE office at: (866) 583-2392

https://dese.mo.gov/sites/default/files/se-fs-sicc-first-steps-icc-brochure.pdf
https://dese.mo.gov/sites/default/files/se-fs-sicc-first-steps-icc-brochure.pdf
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Annual Performance Report
Each year the Department of Elementary and Secondary Education (DESE) sends a report to the U.S. Department 
of Education, Office of Special Education Programs about the performance of the First Steps program. The report 
contains information on the following Annual Performance Report (APR) indicators:

2017 APR Submission Statewide Performance
#1 - Timely Services 97.58%
#2 - Services in Natural Environments 99.46%
#3 - Early Childhood Outcomes Made Progress Reached Age Expectation
     3A - Social Emotional Skills 87.22%    25.97%
     3B - Acquiring and Using Knowledge and Skills 88.63%     19.18%
     3C - Use of Appropriate Behaviors 88.73%     26.26%
#4 - Family Involvement: First Steps helped the family...
     4A - Know Their Rights 98.67%
     4B - Effectively Communicate Their Children’s Needs 97.22%
     4C - Help Their Children Develop and Learn 97.33%
#5 - Child Find: Birth to Age One of MO Population 1.26%
#6 - Child Find: Birth to Age Three of MO Population 2.64%
#7 - 45-Day Timeline 98.21%
#8A - Timely Transition Plan with Steps and Services 100%
#8B - Timely Notification to the School District 100%
#8C - Timely Transition Conference 100%
#9 - Resolution Sessions NA
#10 - Mediation NA

A complete report on the performance of the First Steps program is available at: https://dese.mo.gov/special-
education/state-performance-plan under Part C - ages Birth to 3 (First Steps).

Carter’s Story: 
By Amanda of Jefferson City, MO

Carter has been keeping us on our toes since day one. He was born full term following a healthy pregnancy with 
bilateral cleft lip and palate. We were referred to genetics due to some eye and ear abnormalities and it was confirmed 

at four months old that Carter had CHARGE Syndrome, a rare and complex genetic disorder. 
Additionally, doctors discovered that Carter had a bilateral profound hearing loss, vision 
loss, mild heart and kidney issues, and significant impairments with his vestibular system. 
Carter’s first two years of life have been quite an adventure due to multiple surgeries and 
hospitalizations.

Almost immediately, people mentioned First Steps. I was relieved to hear that an Occupational 
Therapist would be able to help me tackle Carter’s feeding issues. When Carter got his 
Cochlear Implant, we knew that we needed providers who were familiar with this technology 
and how to best serve a child with hearing loss. Carter has made tremendous gains in all 
areas throughout his time in First Steps. The providers coming into our home stepped right 
into our family. They were a huge support to us as we navigated not only being first-time 
parents, but also managing the grief that comes with having a child with special needs. We 
collaborate together very well. I attend trainings and seminars on CHARGE/deaf-blindness 
and share resources while the providers bring their experience and expertise. They are 
receptive and eager to learn to help Carter in the best way possible. 

This fall Carter was able to start center based services at the Special Learning Center. I am 
so thankful to have an opportunity for Carter to work on socialization skills. We have had quite a journey with First 
Steps. While navigating a system can sometimes be challenging, the First Steps staff and providers have gone above 
and beyond to meet the needs of our family and our son. We are extremely thankful for this program and do not know 
where we would be without all the support of our First Steps family. 

“Carter explores Morgan’s 
Wonderland, a fully accessible 

theme park, using his gait 
trainer” - Amanda 

https://dese.mo.gov/special-education/state-performance-plan
https://dese.mo.gov/special-education/state-performance-plan


205 Jefferson St. P.O. Box 480 
Jefferson City, Mo. 65102-0480 

Phone: 573-522-8762 Fax: 573-526-4404 
E-mail: sefirststeps@dese.mo.gov 

Website: https://dese.mo.gov/special-education/first-steps

The Department of Elementary and Secondary Education does not discriminate on the basis of race, color, religion, gender, national origin, age, or 
disability in its programs and activities.  Inquiries related to Department programs and to the location of services, activities, and facilities that are 
accessible by persons with disabilities may be directed to the Jefferson State Office Building, Office of the General Counsel, Coordinator – Civil Rights 
Compliance (Title VI/Title IX/504/ADA/Age Act), 6th Floor, 205 Jefferson Street, P.O. Box 480, Jefferson City, MO 65102-0480; telephone number 
573-526-4757 or TTY 800-735-2966; fax number 573-522-4883; email civilrights@dese.mo.gov.

First Steps Child Count and Cost by Fiscal Year (FY)
FY14 FY15 FY16 FY17

Total Children Served 11,613 12,720 13,945 14,472

Increase in Children Served - 8.7% 8.8% 3.7%
Total Cost per Child** $3,243 $3,100 $3,043 $3,133
Total Program Expenditures $37,660,959 $39,431,388 $42,435,974 $45,903,614
*Total number of children who had at least one First Steps service (e.g., evaluation, IFSP meeting, direct 
service)
**Total cost per child includes administrative, training, testing and direct service costs

Ten Years of Private Insurance Revenue
In 2005, the Missouri legislature passed Senate Bill 500 (i.e., RSMo. 376.1218) that required private insurance companies 
to help pay for the cost of First Steps early intervention services. Each year the Department of Insurance, Financial 
Institutions and Professional Registration identifies health insurance carriers subject to the law.  To help pay for First 
Steps services, carriers can elect to either make a percentage payment or process direct claims individually. 

Initially, the law generated over a million dollars a year for services. However, recent trends indicate a decline in revenue 
that can be attributed to: (1) more families declining access to use their private insurance to help pay for First Steps 
services; and (2) large carriers electing to pay for First Steps services via direct claims instead of a percentage payment. 
The challenges with direct claims include: reduced payments to account for co-pays and deductibles, denials, and loss of 
benefits for families when First Steps services are applied to the annual or lifetime caps. 

The chart below represents the trends in insurance revenue and parent consent by calendar year (CY): 

Trends in Revenue from RSMo. 376.1218
CY 2008 CY 2009 CY 2010 CY 2011 CY 2012 CY 2013 CY 2014 CY 2015 CY 2016 CY 2017 

Projected
$1,894,330 $1,733,923 $2,204,228 $1,501,374 $1,091,869 $767,524 $528,372 $334,863 $373,713 $150,000

Trends in Parent Decline Consent to Use Private Insurance
CY 2008 CY 2009 CY 2010 CY 2011 CY 2012 CY 2013 CY 2014 CY 2015 CY 2016 CY 2017 

Projected
2% 1% 2% 4% 5% 14% 42% 62% 77% 85%

 
While revenue is declining, the cost of administering the law continues to increase, including the time it takes to 
explain the private insurance process to families, obtain consent, collect insurance information, and batch and submit 
claims for reimbursement. Under the current law, the First Steps program is expected to continue to see declining rev-
enue and increasing administration costs.

https://dese.mo.gov/special-education/first-steps
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