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Effective Systems in Early Identification of
Developmental Delays

Executive Summary

The First 5 Association of California is interested in how to best find and serve children
ages 0-5 with mild to severe developmental delays. Currently, developmental
screenings happen inconsistently in California counties, with an average of 28.5 percent
children being screened across the state. There is also a lack of data to show when
developmental screenings happen, and whether or not the child has any follow up
services after a delay is shown in a screening. More coordination is needed, and
counties might benefit by considering the “Help Me Grow” model - a system that
connects at-risk children with services. Coordinated systems with data collection may
improve the consistency of these screenings (as well as assist in any enforcement of
federal mandates) and connect children with special needs to services as early as
possible.

Background

A child’s brain has developed approximately 90 percent by the time the child is 5 years
old. It is critical that a child with a developmental delay is served in that major
developmental stage in order to better prepare that child for other types of learning.
Developmental screenings are a very important first step in the process of identifying
children who have a developmental delay and may be eligible for free services.

Federal Mandates to Developmentally Screen Children

The Affordable Care Act requires that children ages 0-3 be screened for developmental
delays. It is listed as a “Required Preventative Service for Children” and should be done
at no cost to the family, but covered by the family’s insurance plan. The American
Academy of Pediatrics recommended those mandated screenings be completed by a
child’s pediatrician at 9, 18, and 30 months.

The Individuals with Disabilities Education Act also indirectly requires screening, as it
mandates that schools “locate, identify, and evaluate” children with disabilities.
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Benefits of Screening

Developmental screening is the administration of a brief standardized tool aiding the
identification of children at risk of a developmental disorder (speech, language,
cognitive, motor, and personal-social). While children develop at different paces,
developmental screening tools highlight potential areas where the child is behind his or
her peers. Recommended tools, such as the Ages and Stages Questionnaire (ASQ) or
the Parents’ Evaluation of Developmental Status (PEDS), have a much higher detection
rates than surveillance alone (~85 percent vs ~30 percent).

California
California has made large strides in finding and serving children earlier. While still under

50 percent of children with special needs are found prior to kindergarten, that number
used to be closer to 30 percent as of the year 2000, an improvement of over 65 percent.

Selected Counties: Change in Percentage of Students
in Special Ed Found Prior to Kindergarten
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Focus: Speech and Language Impairments
While it is beneficial to find and treat all kids with special needs early, children being

treated for speech and language impairments have potentially the most to gain from
early intervention. This is also an important area for intervention as low-income children
are three times more likely to be at risk for a developmental delay. Studies have shown
that the “30 million word gap” (the gap between the number of words that low-income
children hear by the age of 3 versus their middle to high income counterparts) could be
a large contributor to speech and language delays. Developmental screening can find
these children earlier which can lead to earlier services. California has made progress in
this area, as from 2000 to 2010, the state successfully shifted the modal age of which a
child is being served for a speech or language impairment from age 7 to age 6. There
are more students ages 3-6 being served, and less 7-11 year olds, which might be due
to efforts of First 5 and similar organizations pushing for earlier interventions.
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Changes in the Age of California Students being served for a
Speech or Language Imparment from SY's 00-02 to 12-14
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How does screening lead to services?
Once a child is screened, if a concern is raised, the child will be formally assessed,

generally either by the local school district or by the state-funded Regional Center. If the
assessment shows that the child is eligible for services, they will receive them. The
process is difficult to navigate, as children are assessed and served by different entities
if they are ages 0-3 or ages 3-5. There are 3 million children ages 0-5, 4,700
pediatricians, over 20,000 child care providers, 21 regional centers, over 1000 school
districts, and numerous nonprofits or community based organizations working on early
child care and education. While many organizations are working well individually, there
is room to coordinate to find and serve children who need special services.

There also needs to be data collection so that future studies could be completed on the
effectiveness of the systems put into place.

Help Me Grow System
“Help Me Grow” is an early care coordination system designed to identify children at risk

for developmental or behavioral problems and to connect these children to existing
community resources. The system contains four components:

Child Health Care Provider Outreach
Community Outreach

Centralized Telephone Access Point
Data Collection

HpwbdE

In 2005, Orange County became the first site to replicate the Help Me Grow model.
Since then, the model has been implemented in 8 other counties in California, and in 23
states nationwide.
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Policy Options to Increase Developmental Screenings in California
First 5 Association of California and its partners have several policy options to consider
in order to increase the rate of developmental screenings in California.

1. Introduce a Legislative Resolution that encourages early developmental services

a. First 5 Association and other stakeholders have drafted a resolution and
have support from members of the legislature.

b. The effectiveness of this option is limited, but may increase awareness of
the issue, which could lead to more interest.

2. Push to include developmental screenings in regulatory evaluations of health
plans.

a. First 5 Association is pursuing this by writing letters to DMHC and other
insurance regulators in the state.

b. Developmental screenings could be a measurement included in DMHC'’s
triannual report on routine medical survey of health plans.

c. Developmental screening will be on a list of competing priorities, and may
not be as well audited without complaints from parents or pediatricians.

3. First 5 Commissions pay for universal screenings through health care providers
for ages 0-3 and/or through school districts for ages 3-5.

a. First 5 Commissions could ensure that children are screened at
pediatrician offices by offering reimbursements, and or by paying for
screenings at school districts.

b. This option would divert funds from other programs in counties that are not
currently paying for screenings; the feasibility of this option is lower.

4. Push for coordinated models that emphasize screening and increased data
collection.

a. Help Me Grow is a great example of a model that is known to be effective
in coordination of systems.

b. The ease and cost of implementation of Help Me Grow should be a factor
of consideration, and further research is needed in this area.

c. Further data collection is needed to show that the model has improved
outcomes for children.

Looking Forward
First 5 Association could increase the effectiveness of any of these options by working

with other organizations to maximize awareness of the issue. The Association should
also work with Help Me Grow on how to best message its purpose to counties, as well
as develop implementation plans for counties not yet involved. Finally, the Association
should consider all policy options to increase screening with the understanding that
providing services to children earlier is the ultimate goal.
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Effective Systems in Early Ildentification of
Developmental Delays

Introduction

California’s early care and education system is like many systems in California: wide-
ranging in quantity and quality of services by geographical region and demographics, and
ultimately a very different system in the 58 different counties. Multiple governmental and
nongovernmental organizations work to provide subsidized early care and education
programs.

In 1998, California voters passed the “Children and Families Act of 1998,” also known as
Proposition 10, which levies a 50-cent tax on cigarettes and other tobacco products and
uses the funds for early childhood development programs. Revenues generated by Prop
10 are distributed 80 percent to 58 First 5 county commissions, and 20 percent to First 5
California. No state tobacco tax revenues go directly to the First 5 Association of California
(the Association).

Instead, the First 5 Association of California is a nonprofit membership organization
serving the 58 First 5 county commissions, funded by membership dues paid by the
county commissions (based on birthrates, with a cap). The Association “connects
commissions to other public and nonprofit partners, including county departments,
foundations, and child advocacy organizations to ensure collaboration and a common
statewide agenda to ensure the best future for our children.”* While there are 58 counties,
they divide into 6 regions: Northeast, Northwest, Sacramento, Bay Area, Central, and
Southern. Counties in the same region often work together to provide uniform practices,
and may even share some funding for grants.

First 5 Association of California works with all 58 First 5 county commissions to coordinate
best practice approaches in the following five key impact areas:

Family Strengthening
Early Identification
Oral Health

Quality Early Learning
System Sustainability.

a s wnNeE

1 First 5 Association. http:/firstassociation.org/
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This paper was commissioned by the First 5 Association of California to take a deeper
look at how counties can improve their impact in Early Identification, specifically through
developmental screenings.

Currently, developmental screenings happen inconsistently in California. These
developmental screenings are a very important first step in the process of identifying
children who have a developmental delay and may be eligible for free services. Some
counties, like Orange County, screen all children at age 4 prior to entering kindergarten
at the school district, and continue to screen children every year until 3" grade. Other
counties offer screening services through partnerships at the hospital or community
organizations.

This report highlights the policy issues surrounding the need for universal developmental
screening. Further, as developmental screenings are only effective if they lead to services
for children that need them, this report also gives background information and best
practices on early care models that connect children at-risk for or with developmental
delays to services provided in their community.

Early Identification and Intervention

Research suggests approximately 15 percent of all children, or 1 in 6, have a
developmental disability.? However, not all of these children are being served. Of those
that are being served in the special education system, only about half are found prior to
kindergarten.2 Early Identification and Intervention is a top priority for the First 5 county
commissions and the Association, because finding children with delays and providing
services earlier can improve outcomes for children while preventing further progression
of delays.* First 5’s are committed to identifying children as early as possible, and linking
those children to services provided.

A key strategy to identify children who need special services is through developmental
screenings. Developmental screening is the administration of a brief standardized tool
aiding the identification of children at risk of a developmental disorder. While children
develop at different paces, developmental screening tools highlight potential areas where
the child is behind his or her peers.

2 Boyle, CA et al. (2011)
8 California Department of Education (data sent to in email to Moira Kenny, Executive Director of F5A)
4 Muschkin, Clara et al (2015)
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Developmental Screenings

First 5 endorses the American Academy of Pediatrics recommendation of having every
child developmentally screened at least once prior to entering kindergarten.
Developmental screenings do not formally assess a child’s development, but rather act
as a first step in identifying children who might benefit from a formal assessment.
Screening tools have been shown to be very effective at detecting developmental delays
(around 85 percent for recommended tools). Using recommended tools, children with
developmental delays are nearly three times more likely to be found than with surveillance
alone.®> Below are a description of the common and validated screening tools used by
pediatricians, teachers, and parents.®

Common Developmental Screening Tools

PEDS:

The Parents’ Evaluation of Developmental Status is an evidence-based screen that elicits and addresses
parents’ concerns about children’s (ages birth — 8) language, motor, self-help, early academic skills,
behavior and social-emotional/mental health. Effectiveness/Cost: The PEDS screening tool’s accuracy
ranges from 73-97%, and costs about $3.99 to administer.

PEDS:DM

The Parents’ Evaluation of Developmental Status: Developmental Milestones (PEDS:DM) test is a
surveillance and screening tool for children 0-8 years old that evaluates children’s skills in developmental
and mental health, including expressive and receptive language, fine and gross motor skills, self-help,
academics, and social-emotional skills. Effectiveness/Cost: The PEDS:DM screening tool’s accuracy
ranges from 70-94%, and costs about $6.10 to administer.

ASQ

While pediatricians generally use a PEDS screening tool, another common developmental screening tool
is the Ages and Stages Questionnaire (ASQ), which is a questionnaire that anyone who comes in contact
with the child can perform (examples include a parent, a pediatrician, a child care provider, a teacher) .
The ASQ tests communication, gross motor, fine motor, problem solving, and personal-social skills of a
child three months to five years old, at varying intervals (21 total tests). Effectiveness/Cost: The ASQ
screening tool has an accuracy of 77-92%, but costs $17.28 to administer.

For more information on these tests, and for a list of other recommended tools, please see Appendix G.1.

5 Around 85% with recommended tools vs 30% with surveillance.
6 Table adapted from PEDStest.com
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First 5 Investments in Early Intervention

First 5 county commissions, with support from First 5
California and the First 5 Association, have prioritized
early intervention, and have made significant investments
in screening children for developmental delays in order to
serve them earlier.

Funding for this particular issue comes from various
sources, depending on the county. Some counties have
strategic partnerships with non-profits or hospitals to
share the costs of screening; others have received grants
for their programs and are able to use grant money for

FY 2013-14
FIRST 5
INVESTMENTS

$48 million in
screenings and
interventions for
developmental delays

Over 129,000 children

that purpose. Many First 5 county commissions use some
of their general funds to support screening. In the 2013-
2014, First 5 county commissions combined invested $48
million in screening and interventions, paying for over
129,000 children’s screenings, 24,000 of which received
follow-up services.

received

comprehensive
screenings and/or
assessments

Nearly 24,000 children
received follow-up

Why Screen?

Why does the government have an interest in screening children for developmental
delays in the first place? While research shows 12-16 percent of children have some type
of developmental delay, only about half of those children with developmental delays are
found prior to kindergarten.” By the time a child reaches 5 years old, about 90 percent of
his or her brain has developed, so it is critical to find children with delays as early as
possible to treat any delay and prevent the need for future services.®

At the same time, screening is actually mandated by federal law. First, the Affordable
Care Act (ACA) mandates that all health care plans include developmental screening for
children ages 0-3 years old. Secondly, the Individual with Disabilities Education Act
(IDEA) requires that school districts locate, identify and evaluate all children with
disabilities from birth through age 22.

First 5 Association has developed an infographic that highlights the need for this service,
which can be found in Appendix B.

7 Mackrides, Paula, and Susan Ryherd (2011)
8 Zero to Three — http://main.zerotothree.org/site/PageServer?pagename=ter_key_brainFAQ
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Mandates to Screen Children for Developmental Delays
Affordable Care Act Requirement

Screening children for developmental delays is indeed mandated by the federal
Affordable Care Act. Per HHS.gov, “If you have a new health insurance plan or insurance
policy beginning on or after September 23, 2010, the following preventive services must
be covered without your having to pay a copayment or co-insurance or meet your
deductible. This applies only when these services are delivered by a network provider.”®
A list of the 26 Required Preventative Services for Children can be found in Appendix C.
Number 8 on that list is “Developmental screening for children under age 3, and
surveillance throughout childhood.” The American Academy of Pediatrics, in coordination
with Bright Futures (a national health promotion and prevention initiative, led by the
American Academy of Pediatrics), recommended that these screenings be done at 9, 18,
and 30 months. The full recommendation can be found in Appendix D. Furthermore, the
AAP Policy Publications released an algorithm in 2008 of how to find children with
developmental delays for pediatricians. This can be found in Appendix E.

While the mandate requires that health plans offer free screenings, it is generally believed
by advocates (and pediatricians) that screenings are not being routinely conducted.
Unfortunately, there is no data collected at the office-level or at the health-plan level.°
The National Survey of Children’s Health indicated that less than one-third of 10 month
to 5 year olds received any developmental screening in the past year.!

On both a national and statewide basis, there is no or little enforcement of this mandate.
One avenue would be a HEDIS measure, would need to be adopted at the federal level.*?
If it were included in the HEDIS measure, there would need to be more data collection for
enforcement. Without data collection, this mandate carries little weight.

Individuals with Disabilities Education Act Requirement

States must provide free educational services to children with disabilities (ages 3-22)
according to the federal Individuals with Disabilities Education Act (IDEA), Part B. IDEA
also mandates that schools “locate, identify and evaluate all children with disabilities from
birth through age 21,” which is often referred to as the child find system. Like the ACA,

® “Preventative Services Covered Under the Affordable Care Act,” US Department of Health and Human Services

10 In a systematic way. Some health plans may collect this information.

1 Child and Adolescent Health Measurement Initiative. 2011/12 National Survey of Children's Health. www.childhealthdata.org

12 HEDIS is a tool used by more than 90 percent of America’s health plans to measure performance on important dimensions of care
and service. Because so many plans collect HEDIS data, and because the measures are so specifically defined, HEDIS makes it
possible to compare the performance of health plans on an "apples-to-apples" basis. Health plans also use HEDIS results
themselves to see where they need to focus their improvement efforts.
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there is little enforcement on the “find” part of this system. On the other hand, there have
been multiple lawsuits that enforce the “service” part of the IDEA requirement.*3

The rules around the mandate that schools “locate, identify, and evaluate” are often
criticized for a lack of clarity: How hard must schools look for these children? What are
the punishments if a school district doesn’t “look hard enough?”

In terms of services, IDEA Part C provides funding for states that serve infancies and
toddlers through age 2 with a developmental delay, and requires that these children be
served, but does not specify how to find these children. Part B of the Act also provides
funding for children being served in school districts ages 0-22 years.

CHIPRA

Title 1V of the Children’s Health Insurance Program Reauthorization Act (CHIPRA) of
2009 “encourages” voluntary, standardized reporting of a core set of child health quality
measures.'* One of these 24 measures is “Developmental Screening in the First 3 Years
of Life.” Both the National Center for Quality Assurance and the Child and Adolescent
Health Measurement Initiative (NCQA and CAHMI respectively) attempt to collect this
data through surveys. It is unclear that these survey data measurements carry any weight,
or that any health plan could be fined or penalized for not having certain screening rates.

“The optimal time to detect
and address concerns of
developmental delays is
early in life, when
children’s brains are still
forming and are most
receptive to intervention.
Early detection and
treatment services can
vastly improve
developmental outcomes

Benefits of Screening and Serving Kids Earlier

Numerous organizations in California, including Children Now,
Help Me Grow California, and First 5 are pushing for universal
developmental screening. This push comes from evidence that
the optimal time to detect and address developmental concerns
are while the child’s brain is still forming, when they are most
receptive to intervention.

When screening tools most commonly used have high rates of
accuracy, there are few cons for children to be screened for
developmental delays. In the spring of 2014, the US
Department of Education and the Department of Health and

Human Services (HHS) launched “Birth to 5: Watch Me Thrive!”
- a collaborative effort to encourage developmental and
behavioral screening for children. One goal of the program is
simply to raise awareness of child development.

13 Example: Winkelman v. Parma City School District, U.S. , 127 S.Ct. 1994 (2007)
14 “CHIPRA Core Set.” National Committee on Quality Assurance.

for children with special
needs and prevent further
progression of delays.”

- First 5 Association
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Parental Engagement

Parental engagement is often cited as a critical factor for a child’s development. When a
child is developmentally screened, it engages the parent to be involved in the child’s
development, regardless of the outcome of the screening. If a child is developing in a
typical fashion, parents can still increase their awareness of developmental expectations,
and learn about the next developmental milestones. If a child presents a slight delay in
development, but not to the point of eligibility for intervention services, developmental
screenings can highlight the areas where parents need to become more engaged by
performing or partaking in developmental activities or services (often times as simple as
“talk to your child more”) in order to prevent the need for more intensive interventions later
on. Finally, if a child shows developmental delays to a point where interventions are
necessary, the child may be more formally assessed and connected to services provided
through IDEA required services for children with disabilities. Earlier interventions, for
example, preschool, have been shown to prevent the need for more special education
later in life. 1516

Closing the Achievement Gap

Furthermore, developmental delays occur disproportionally in low-income children. In
fact, children who have parents lacking high school diplomas are three times as likely to
be at high risk for developmental delay than
children with parents with any higher education.?’
While the awareness of the importance of early
childhood education has increased, the differences
in risk for developmental delay between high and
low income has actually increased since 2003.18
Without intervention, these delays can set these
children back in school and in life, which could be
a factor in persistent poverty.

0 5: Watch Me Thrive!
Press Release

“Early screening can lead to
better access to services and
supports, which can enhance
children’s learning and
development, minimize
developmental delays, and result
in more positive outcomes in
school and life.”

A much-cited study by University of Kansas
Researchers Betty Hart and Todd Risley found that
a child from a low income family hears 30 million

less words before the age of 3 than a child from a Michael Yudin, Assistant Secretary
. . . . « U.S. Office of Special Education and
middle to high income family, also known as the “30 Retabilitation Services

15 Tekolste, K (2010)

16 Muschkin, Clara et al (2015)

17 Screening and Risk for Developmental Delay. Child Trends (2013)
18 |hid.
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million word gap.”'® Follow up studies showed that these differences in language
interactions affect a child’s performance later in life.?° Programs like Hilary Clinton’s Too
Small to Fail (a joint venture between the Clinton Foundation and Next Generation) are
aiming to address this problem with media campaigns like “Talking is Teaching: Talk,
Read, Sing,” which has been implemented in a number of cities, including Oakland, CA.
The effectiveness of these campaigns could be strong evidence and basis for more early
intervention and parent outreach.

The Number of Words Addressed to Children
Differs Across Income Groups

50 million™ Professional

1

40 million—

Working-class
30 million=

20 million-
‘Wellare

10 million—

Estimated cumulative words addressed to child

0 12 24 36 48

Age of child in months

Source: “The Early Catastrophe”
http://www.aft.org//sites/default/files/periodicals/TheEarlyCatastrophe.pdf

For more research on investments in early care and education, First 5 Association
generally looks to Heckman Equation at hitp://heckmanequation.org/ for quality literature.

19 Hart, Betty, and Todd R. Risley (2003)
20 The Thirty Million Word Gap, Rice University
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California’s Fragmented System

“While the benefits of routine screening and early intervention are widely known,
the service environments that address children’s early developmental needs are
often fragmented, under-resourced, and lacking in capacity to detect concerns
early on.” - First 5 Association of California

There are 3 million children ages 0-5 in California, 4,700 pediatricians, over 20,000 child
care providers, 21 regional centers, 58 First 5 county commissions, over 1000 school
districts, and numerous nonprofits or community based organizations working on early
child care and education.?! If a child is screened and the child presents a mild to severe
developmental delay, or if a parent has a concern about the child’s development, itis very
difficult for a parent to navigate the system and know what the child is eligible for. Parents
are not fully aware of what services their child is entitled to for free, or what services are
available if their child has a developmental delay not severe enough to qualify for free
services. The process for screening to services (or what used to be referred to as SART:
Screening, Assessment, Referral, Treatment) is shown below.

California System

Federal Requirement: ACA Mandate

. . ¢
i

i ’ f) State Requirement: Early Start services
- tﬂt * i? _ _ Eligible? Services
Assessment, provided
Age 0-3? © usually by
Regional Center
Not eligible?
e Eligible? School
s District provides
ickri services
School District
Concern raised from | m 3-5? ‘ | Assesses® ’ T —
. Pedsatrcian
*  Child find screening Not eligible?
. Parent

* Child care prownder

Teacher

Federal Requirement: |DEA Part B - child find, schools serve

L It starts here.

FIRST 5 -

21 Sources: kidsdata.org, BLS, CA DDS, CCSA
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Children ages 0-3 who are determined “eligible” for services, are connected to free
services provided by Regional Centers, and children ages 3-5 determined “eligible” are
served at school districts. Eligibility requirements for Early Start, from the California
Department of Developmental Services can be found in Appendix F. More information
about eligibility requirements and steps to receiving services, can be found the “Special
Education Rights and Responsibilities” in Appendix N.

Progress in California

Despite the fragmentation, California is doing something right. Awareness about early
care and education has been growing and programs are being implemented to reach
children with special needs earlier. From 2000 to 2013, the state as a whole increased
the rate at which children with special education needs were found prior to kindergarten
by nearly 50 percent. In 2000, only about 30 percent of children with special needs were
identified prior to kindergarten, whereas in 2012, that rate jumped to 45 percent.??

Selected Counties: Change in Percentage of
Students in Special Ed Found Prior to Kindergarten

60%

50%

40%
30%
20%
10%

0%

Alameda Orange San Diego  San Francisco San Joaquin State

m2000 m2005 ®m2006 m2007 m=2008 m2009 m2012-2013

Source: California Department of Education

For all counties, please see Appendix H.

2 California Department of Education
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Focus: Speech and Language Impairments

Another achievement is that children in California with
speech or language delays — an issue that some children
face that can potentially be corrected or prevented with
proper intervention — are being served at earlier ages. Of the
children receiving special education services through school
districts in California (which primarily begin at age 4 but in
some cases earlier), about 24 percent were identified as
having a Speech and Language Impairment as their primary
disability in 2013.22 However, for children being served at
ages 0-3, speech and language impairment make up an
even larger portion of children being served at Regional
Centers.?* Taking a closer look at speech and language
impairments, the state has made significant progress as a
whole identifying and serving children earlier. The graph
below shows special education data collected at the
California Department of Education: the number of children
being served for a speech or language delay as their primary
disability for each age (ages 0-22). The distribution of age
has shifted over the 13 years of data available, with the
modal age in both School Years 2000-2001 and 2001-2002
being 7 years old to the modal age of 6 years old in
SY’s 2012-2013 and 2013-2014.

Changes in the Age of California Students being
served for a Speech or Language Imparment
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WHERE DID THIS
DATA COME FROM?

This data came from the California
Department of Education, via its
DataQuest system.

To find this data, go to:

select level (State, County, District,
etc.), then select “Special Education”
under Student Demographics. This
data was collected by choosing the
report “Enrollment by Age and
Disability” for each year from SY 00-
01 to SY 13-14. In these charts, all
other categorizations of disabilities
were dropped except Speech and
Language Impairment (students who
have a Speech or Language
Impairment as their primary
disability). To create similar charts,
put the data into Excel, and use a
Pivot Table. For simplicity, the charts

included in this report leave out the
years 2002-2012 so that the overall
change is more apparent instead of
gradual.

For this project, charts were created
for the following counties: Alameda,
Contra Costa, Fresno, Orange, San
Diego, San Joaquin, San Francisco,
Santa Clara, Santa Cruz, Solano,
and Ventura. Results for selected
counties can be found in Appendix J.

For these counties, the same data
was collected for Autism (enrollment
by age for years 2000-2014), but as
that was the not focus of the report,
no charts were created. First 5
Association has access to all the
data collected for this report.

23 "Special Education - Enroliment by Age and Disability." California Department of Education DataQuest.
24 For example, in San Diego, about 80% of developmental concerns are related to speech and language according to First 5 SD.
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Universal Screening Status

While the state seems to be improving in reaching children earlier, it is hard to determine
what has been the root cause of that shift. First 5 county commissions have pushed for
an increase in developmental screenings, but data on screenings is not being
systematically collected at the county or state level, so it would be hard to say that the
shift is due to an increase in developmental screenings. The 2011/12 National Survey of
Children’s Health indicated that only 28.5 percent of parents of a 10 month to 5 year old
child in California answered “Yes” to the following question: “During the past 12 months,
was your child screened for being at risk for developmental, behavioral and social delays
using a parent-reported standardized screening tool during a health care visit?"?®> The
national average was recorded as 30.8 percent. This data point is lower than the
2009/2010 National Survey of Children with Special Health Care Needs, where 37.4
percent of parents reported that their child (age 1-5) received some type of standardized
developmental behavioral screening within the last 12 months.?® In that study, California
was slightly above the national average at 38.5 percent.

It is important to note that these were parent surveys, so it could be that a child was
screened, and the parent was unaware of the screening. In the year 2000, the “National
Survey of Early Childhood Health,” asked a different question to parent of a children age
4-35 months to address that very concern. The survey asked whether the child's pediatric
provider ever told parents that he or she was doing a "developmental assessment" and/or
whether the parents recalled explicit components of a DA, such as stacking blocks or
throwing a ball. In this study, about 45 percent of parents recall a developmental
assessment had been done, and about 35 percent of children were asked by their health
care providers to pick up small object or do related tasks (suggesting that a developmental
assessment was being done). 2’ Results by state were unavailable (or difficult to obtain)
and this specific survey is no longer being conducted by the CDC.

First 5 believes that pediatricians should be reporting the number of children they screen
to some regulatory agency, instead of relying on parent survey data. If this were to
happen, there would be a better understanding of how many children are truly being
screened, and there would be a mechanism to determine whether or not health plans are
obeying the mandate.

25 “2011/12 National Survey of Children’s Health.” Child Health Data. http://childhealthdata.org/browse/survey/results?q=2212&r=6
26 The same question except the “parent-reported standardized developmental behavioral screening...” — from the

“2009/2010 National Survey of Children with Special Health Care Needs.” Child Health Data -
http://childhealthdata.org/browse/survey/results?q=2124&r=1&r2=6

27 Summary Statistics From the National Survey of Early Childhood Health, 2000. (June 2002).
http://www.cdc.gov/nchs/data/series/sr_15/sr15_003.pdf
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Coordination Model: Help Me Grow

Many counties are aiming to increase developmental screenings and improve
coordination between systems. “Help Me Grow” is a model designed to navigate parents
through fragmented early care systems, and connect children with developmental
concerns with available services in their communities. Looking again at the services
model below, Help Me Grow guides a parent with an initial developmental concern and
links that parent to services for their child. If a child has not been screened, Help Me Grow
connects the parent to screening services available (in California, this is often through
First 5).

Once a child has been screened, Help Me Grow will ensure the child is fully assessed
within a reasonable amount of time. If a child is eligible for services, Help Me Grow will
follow up and ensure the child is receiving the services a child is eligible for. Help Me
Grow is particularly important for the children who are not eligible to receive free services.

s '

Eligible?

Eervices provided
Assessment, usually _
Age 0-37 i e .
by Regional Center Not cligible? Referred
to ather availabls

r

services and ar

Devaelopmental | T T LD

Concem

Eligible?

I '

School District

school District provides s2rvices
ool Dastr " .l

?

Age 3-3: Asseszes* e 5
Mot eligible* Beferrad

to ather availabl=

services amd ar
5 followed wup with.

According to Janis Burger, Executive Director of First 5 Alameda, before Help Me Grow,
children who received a formal assessment and did not meet the criteria for free services
often “fell off the map.” Help Me Grow tracks children once they become involved in their
system. Furthermore, as seen in Appendix N, which overviews “Special Education Rights
and Responsibilities,” regional centers and school districts have 60 days from the
assessment to develop an Individual Education Plan (IEP) for students eligible for
services. For children who are assessed at a regional center and are about to turn 3
years, the regional centers must pass along the information to a school district. From
there, the school district might reassess the child, and or need to create an IEP in 60
days. While there are processes in place to attempt to ensure a smooth transition, many
children get lost in this area. Serving this particular group of children is also where Help
Me Grow can be highly valuable.
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National Center

History on HMG?8

The statewide program “Help Me Grow” (“HMG”) began in the Connecticut Office of Early
Childhood in 1998, and was designed to identify children at risk for developmental or
behavioral problems and to connect these children to existing community resources.?®
The first replication of the model began in 2005 in Orange County, and since then the
model has been replicated in 23 different states.

The HMG model is designed to support child health care providers as well as early care
and education providers, human service providers, and families in effective
developmental surveillance and screening to promote early detection and intervention.

The idea of HMG was to develop a system that facilitates greater access to and
collaboration among professionals (i.e., child health care, early child care, and human
service providers), nonprofit organizations, and government agencies committed to
promoting optimal child development. HMG works in places like California both despite
the fragmentation, and because of it. Help Me Grow is a system that builds
collaboration across sectors, including child health care, early care and education,
and family support. Through comprehensive physician and community outreach and
centralized information and referral centers, families are linked with needed programs and
services.

Help Me Grow recognized four components of an early care system that are critical to
helping identify and serve at-risk children:

1. Health Care Provider Outreach

2. Community Outreach

3. Centralized Telephone Access Point
4. Data Collection.

These four components may not be exclusive to Help Me Grow systems, but are the
foundation to Help Me Grow’s success.

2 Help Me Grow National - http://www.helpmegrownational.org/pages/what-is-hmg/program-history.php
29 "Help Me Grow." United Way of Connecticut.
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Four Core Components of the Help Me Grow System

1. Child health care provider outreach to support early detection and
intervention.

2. Community outreach to promote the use of HMG and provide networking
opportunities among families and service providers.

3. Centralized telephone access point for connecting children and their families
to services and care coordination.

4. Data collection to understand all aspects of the HMG system, including
identification of gaps and barriers.

Strengths of the Help Me Grow Model

HMG has used the community and health provider outreach to increase the awareness
of the need for developmental screenings. More importantly, once a child has been
screened, HMG’s Care Coordinators are familiar with all of the services available to
children in that county, and connect the parents accordingly. As mentioned previously,
HMG coordinators follow up with parents to ensure the child was able to receive services.
Help Me Grow staff members have said that pediatricians often do not perform screening
because they are unaware of the services that can be provided to children with mild,
moderate, or severe developmental delays. The availability of easily accessible resources
through HMG has been reported to be assists pediatricians to conduct screenings in large
part because it resolves one of the most oft-heard barriers to screening cited by
pediatricians: the fear that they (pediatricians) will find problems they cannot solve.

The HMG model includes methods for continuous quality improvement. Ongoing data
collection and analysis helps identify gaps in and barriers to the system. A National HMG
office assists states (and counties in CA) to ensure “fidelity to the model.”

According to HMG, the telephone services have proven to be an effective single point of
access to community resources, as it is an easy message to parents: “If you have a
concern about your child’s development, call this number.” The number of calls to these
telephone hotlines implementing HMG continue to increase and the number of children
connected to services have increased on an annual basis.2°

HMG National assists affiliate states and counties in developing systems that identify at-
risk children and help families find community-based programs and services. While some

30 per Orange and Alameda County data.
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affiliates take longer to implement the Help Me Grow model, no state or county has left
the Help Me Grow system once joining. All affiliates have expressed satisfaction with the
system.

Help Me Grow: Focus on Data Collection

A primary emphasis of Help Me Grow is data collection to track the services offered to
children. Data collected from Help Me Grow Affiliates includes, but may not be limited to,
the following:

Access point to Help Me Grow

Ages of children served / Gender and Ethnicity of children served

Health Insurance Type

Child’s relationship to HMG caller

Caregiver's primary language

Concern of parent at time of contact, and length of time of that concern

Referrals provided by HMG

Status of children reached during “care coordination” > Connected, not connected, pending, unknown
Barriers to accessing services - Ex: Caregiver follow through, scheduling, transportation, cost

Ways learned about HMG - Ex: Pediatrician, Early Head Start, Community Agency, School District

Improving HMG Data

In order for public systems to fully understand and assess the impact of HMG, there is a
need for longitudinal data collection that follow children after referral to services. The data
collected may be skewed because it is from a universe that is too narrow and too
predetermined, as it only collects information from children referred to Help Me Grow.
Could there be even more coordination between data collected at the school districts?
For example, should Help Me Grow connect with school districts to collect information
about how long a child is served? San Francisco School District is the only district that
has that data readily available. Help Me Grow would provide better information if this type
of data could be collected.

HMG requires an Annual Report from all partners — which includes both state and
counties — to report on the data collected. This allows them to measure their impact and
see how the Help Me Grow model is making a difference in those areas. Each HMG
affiliate releases those reports individually, and it is difficult to see how the HMG model is
working without collective longitudinal research. To increase transparency and provide
evidence of effectiveness, Help Me Grow National is in the process of developing a
comprehensive data system. For more on those plans, see Appendix L.
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Policy Options
After considering the urgent need for developmental screening in order to earlier identify
and serve kids with need, First 5 should consider the following policy options:

1. Legislative Resolution that encourages early developmental services

2. Push to include developmental screenings as part of Department of Managed
Health Care’s health plan oversight.

3. First 5 Commissions pay for universal screenings through health care providers
for ages 0-3 and/or through school districts for ages 3-5.

4. Push for coordinated models that emphasize screening and increased data
collection

1. Legislative Resolution

Initially First 5 Association and partners considered a bill to mandate developmental
screenings, but as developmental screenings are already mandated by federal law,
First 5 and other stakeholders drafted a legislative resolution encouraging early
developmental supports for children. This draft legislative resolution language can be
found in Appendix M.

Effectiveness: Legislative Resolutions generally carry very little weight. It is likely
that nothing will change in the system as a result of this being passed. However,
the awareness of the issue may be raised in the legislature — potentially such that
if future legislative action is needed, the education of the state legislature on the
issue has already been done.

Risks: There are no risks associated with this policy option.

Costs: The costs of implementing this are negligible outside of staff time and
efforts.

2. DMHC Oversight

The ACA specifically requires developmental screening for children ages 0-3, and
IDEA indirectly requires screening in order to locate children with disabilities, data
collection on how many children are being screened is lacking. As previously
mentioned, the available state-wide data on screening in health care offices comes
from a parent survey via the National Survey on Children’s Health.

On December 13, 2013, Children Now, First 5 Association of California, and Help Me
Grow California wrote a joint letter to the California Department of Insurance, and the
Department of Managed Health Care, which protects consumers’ health care rights;
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and wrote a similar letter to the Department of Managed Health Care and the
Department of Health Care Services, which funds health care services for Medi-Cal
members. These letters requested responses to the following questions:

1) Have your departments shared the information with health plans/insurers about
the requirement that they are to provide 26 preventive services for children with no
cost-sharing requirements?

2) Do you have any mechanisms in place to monitor if health plans/insurers are
complying with this requirement?

3) Can you provide specific information, such as utilization data, regarding each of
the required services? We are particularly interested in knowing how many young
children are receiving developmental and autism screenings, as well as behavioral
assessments, at no cost as a result of these laws.

Letters signed by:

Ted Lempert, President of Children Now
Moira Kenney, PhD, Executive Director of First 5 Association of California
Patsy Hampton, Project Director of Help Me Grow California

On January 21, 2014, the Department of Health Care Services responded to the letter,
suggesting that some of the information was available on the website in the “Quality
Improvement & Performance Measurement Reports.” In the 2013 HEDIS Aggregate
Report for the Medi-Cal Managed Care Program, there was data on “Children and
Adolescents’ Access to Primary Care Practitioners” as well as “Well-Child Visits in the
Third, Fourth, Fifth, and Sixth Years of Life” but there was no data on how many
children were being screened for developmental delays by pediatricians in the health
plans.3!

Effectiveness: This will only be effective if DMHC has data to show whether or
not pediatricians are screening. DMHC regulates health plans, and not providers,
so in this option, the responsibility is actually on the health plans to require
providers to report the information to the health plan, and then the health plan
would provide that information to DMHC. If developmental screenings become
part of the DMHC audit of a health plan, and the plan “offers” developmental

31 "2013 HEDIS® Aggregate Report for the Medi-Cal Managed Care Program."
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screenings, it is unclear whether or not DMHC would be able to fine or penalize
the plan without complaints from parents or pediatricians.

Risks: With the still somewhat recent passage of the ACA, the Department of
Managed Care has competing priorities. It is unclear how much resources would
need to be involved to get DMHC to prioritize this policy area. It might be more
beneficial to wait for a clear policy window when early care and education are
prioritized in the Executive branch, and then make the request.

Costs: The staff time and resources spent on this policy option may be higher than
the legislative resolution, but it might be more worthwhile. The costs to the health
plans, if implemented correctly, and tracked appropriately are unknown. However,
costs to health plans (and providers) will likely be considered as part of the political
feasibility if this were to ever become a bill that requires pediatricians or health
plans to collect the data required to regulate this.

3. Pay for Screenings

One way to guarantee universal screening is to pay for it. First 5 county commissions
could pay for school readiness nurses at each school district, much like Orange
County does. Orange County screens every child beginning at age 4 every year until
they reach the 3' grade through school readiness nurses, which is the closest model
to universal screening in California. However, if First 5 wants to screen children ages
0-3, there needs to be a partnership with pediatricians. First 5 county commissions
could use part of their general funds to reimburse pediatricians for all screening, with
the caveat that they would need to report data on all children seen.

Effectiveness: This option would achieve universal screening, as well as
increased data collection.

Risks: Diverting funds away from other important programs that First 5
Commissions administer would be politically challenging, and likely impossible for
some counties. This is especially the case because this payment would go toward
something that health plans (and Medi-Cal) should be paying for already.

Costs: School readiness nurses make up nearly 15 percent of the Children &
Family Commission of Orange County (First 5 OC) budget.3? The costs of pursuing
this option for some counties will likely prevent this from being implemented.

32 Orange County Children and Family Commission 2014 Annual Report - http://occhildrenandfamilies.com/wp-
content/uploads/2014/12/Performance-Report_Early-Learning.2014.pdf
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4. Coordinated Models

The four core components of the Help Me Grow model can improve early identification
and interventions. While many counties provide outreach to health care providers and
communities, counties without the Help Me Grow model do not have a single
telephone access point, and lack data collection. The Help Me Grow model itself is
not necessary to provide coordination between systems, as San Diego has shown a
coordinated system without the Help Me Grow model.3® However, the following
analysis will consider an implementation of Help me Grow.

Effectiveness: Help Me Grow is seen to be an effective model, but more
longitudinal research is needed to support this claim (HMG National Data Center
will likely release research on the effectiveness of the model in the next year). For
more on HMG effectiveness and strengths, see pages 20-23.

Risks: Help Me Grow’s single-phone access point can only be effective if there is
awareness about the program. Counties with different demographics may face
constraints in capacity — a lack of resources available for English language
learners for example.

Costs: HMG state affiliates pay $2,500, but counties do not incur direct costs.
Counties may need to reorganize or build capacity but those costs are different per
county. The implementation of Help Me Grow may look different for each county,
and therefore could have wide ranging costs.

% The Special Needs Project also was a coordinated model with data collection that should be further researched.
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More Considerations for First 5

Another option to consider could have been to prioritize funding not on screening, but
on the prevention of speech and language developmental delays through other
interventions. Consider funding programs like “Providence Talks” in Rhode Island or
“Baby College” in the Harlem Children’s Zone. These programs are costly, but have
shown to be very effective.

Providence Talks was funded by a Michael Bloomberg grant in order to address the 30
million word gap. It essentially is like a pedometer but for the number of words you say
to your child instead of the number of steps you take. “Early results demonstrate that
simple access to information can be powerful. In one pilot study, caretakers presented
with data on their child’s vocabulary development increased their adult daily word count
by 55% on average.” For more information: http://www.providencetalks.org/about/.

Baby College in Harlem’s Children Zone has graduated 5,000 children, 100% of which
tested school ready. For more: http://hcz.org/our-programs/the-baby-college/.

Aside from these programs, other non-profits like “Too Small To Fail” a joint venture
between the Clinton Foundation and Next Generation (in partnership with Zero to
Three), try to increase awareness of the 30 million word gap and train parents to
interact with their child in a way that helps the child develop properly.

While this option would aim to prevent developmental delays from occurring, and should
target low-income children. However, if funds are diverted away from screening, and,
given the high cost nature of these programs, if all children cannot take part in the
program, then children with delays could be at risk of being found even later.
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Looking Forward

First 5 Association of California is in the process of hiring a Legislative Director. While
this analysis will inform that person on developmental screenings in California, moving
forward, it is important that this person consider political feasibility, implementation
feasibility, effectiveness, cost, and efficiency when developing legislative strategies to
address the need for universal developmental screening.

To maximize the effectiveness of the policy strategies mentioned, First 5 Association
should consider the following:

1. Legislative Resolution — In order to increase awareness of the resolution, F5A
could work with county commissions to draft press releases upon the resolution
passing.

2. Regulatory Option — Instead of pushing DMHC, F5A could work with National
partners to try to get developmental screenings in the HEDIS measurement.

3. Paying for Screenings — F5A could work with county commissions to restructure
budgets that allow for developmental screenings, showing how best practice
counties make it possible. Alternatively or additionally, F5A could look for grant
opportunities through foundations or non-profits with similar missions.

4. Help Me Grow - If a county or state wants to replicate the HMG model, Help Me
Grow National provides toolkits and support in any implementation plan.
However, prior to becoming an affiliate state, it is very difficult for a county to
determine whether or not HMG is right for them. The ease and cost of
implementation of Help Me Grow will be a critical element in the decision making
process of counties considering affiliation with Help Me Grow, and there is a lack
of messaging. First 5 Association, in collaboration with Patsy Hampton, Help Me
Grow California representative, should put together estimated resources needed
by county size to assist counties in deciding whether or not HMG is right for
them.

Ultimately, a child’s development begins and ends in the home. If parents are
unresponsive, even a system that calls for follow-ups with parents will not work if the
parents do not follow up themselves. Parental education must be part of any solution.

Finally, it is important to recognize that the end goal of developmental screening is to
quickly identify children at risk for developmental delays and treat them as early as
possible. To address this end goal more directly, other policy alternatives should be
considered.
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<http://www.pedstest.com/ComparisonofPEDSToolsandASQTools.aspx>.

"Preventive Services Covered Under the Affordable Care Act." Preventive Services Covered
Under the Affordable Care Act. US Department of Health and Human Services, 23
Sept. 2010. Web. 2015.
<http://www.hhs.gov/healthcare/facts/factsheets/2010/07/preventive-services-

list.html#CoveredPreventiveServicesforChildren>.
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Screening and Risk for Developmental Delay (2013): n. pag. Child Trends. 2013. Web.
<http://www.childtrends.org/wp-content/uploads/2013/07/111_Developmental-Risk-
and-Screening.pdf>.

"Special Education - Enrollment by Age and Disability." California Department of Education
DataQuest. CDE, n.d. Web. 2015.
<http://dg.cde.ca.gov/dataquest/SpecEd/SpecEdl.asp?cChoice=SpecEd1&cYear=2013-
14&cLevel=State&cTopic=SpecEd&myTimeFrame=S&submitl=Submit&ReptCycle=
December>.

Tekolste, Katherine. A Strategic Framework for Universal Developmental Screening for The
State of Washington (2010): n. pag. Washington State Medical Home Partnerships
Project. Washington State Department of Health, Office of Maternal and Child Health.
Web. <http://medicalhnome.org/4Download/wg_devscreen/framework.pdf>.

"The Thirty Million Word Gap." The Thirty Million Word Gap. Rice University, 2011. Web.

2015. <http://literacy.rice.edu/thirty-million-word-gap>.

Other Resources

Zero to Three - http://www.zerotothree.org/

Help Me Grow National - http://www.helpmegrownational.org/

California Department of Education DataQuest - http://datal.cde.ca.gov/dataguest/

First 5 California - http://www.firstScalifornia.com/

Children & Families Commission of Orange County - http://occhildrenandfamilies.com/
Too Small To Fail - http://toosmall.org/

More on Developmental Screening Tools: http://www.nectac.org/~pdfs/pubs/screening.pdf
Special Needs Project Program Evaluation:

http://www.ccfc.ca.gov/pdf/media/publications/pub SNP Final Evaluation Report 3 23 10.pdf
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B. Infographic on Screening

A Healthy Beginning for Young California Kids:

Universal Developmental & Behavioral Screening

Identifying concerns and intervening early
boosts child success and reduces health
and education system costs
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C. ACA Mandate

Per hhs.gov: “If you have a new health insurance plan or insurance policy beginning on
or after September 23, 2010, the following preventive services must be covered without
your having to pay a copayment or co-insurance or meet your deductible. This applies
only when these services are delivered by a network provider.”

Attachment: 26 Required Preventive Services for Children

1. Alcohol and Drug Use assessments for adolescents
2. Autism screening for children at 18 and 24 months
3. Behavioral assessments for children of all ages Ages: 0 to 11 months, 1 to 4 years, 5to 10 years, 11 to
14 years, 15 to 17 years.
4. Blood Pressure screening for children Ages: 0 to 11 months, 1 to 4 years, 5to 10 years, 11 to 14 years,
15 to 17 years.
5. Cervical Dysplasia screening for sexually active females
6. Congenital Hypothyroidism screening for newborns
7. Depression screening for adolescents
8. Developmental screening for children under age 3, and surveillance throughout childhood
9. Dyslipidemia screening for children at higher risk of lipid disorders Ages: 1 to 4 years, 5 to 10 years, 11
to 14 years, 15 to 17 years.
10. Fluoride Chemoprevention supplements for children without flucride in their water source
11. Gonorrhea preventive medication for the eyes of all newborns
12. Hearing screening for all newborns
13. Height, Weight and Body Mass Index measurements for children Ages: 0 to 11 months, 1 to 4 years, 5
to 10 years, 11 to 14 years, 15 to 17 years.
14. Hematocrit or Hemoglobin screening for children
15. Hemoglobinopathies or sickle cell screening for newborns
16. HIV screening for adolescents at higher risk
17. Immunization vaccines for children from birth to age 18 —doses, recommended ages, and
recommended populations vary:
Diphtheria, Tetanus, Pertussis
Haemophilus influenzae type b
Hepatitis A
Hepatitis B
Human Papillomavirus
Inactivated Poliovirus
Influenza (Flu Shot)
Measles, Mumps, Rubella
Meningococcal
Pneumococcal
Rotavirus
Varicella Learn more about immunizations and see the latest vaccine schedules.
18. Iron supplements for children ages 6 to 12 months at risk for anemia
19. Lead screening for children at risk of exposure
20. Medical History for all children throughout development Ages: 0 to 11 months, 1 to 4 years, 510 10
years, 11 to 14 years, 15 to 17 years.
21. Obesity screening and counseling
22. Oral Health risk assessment for young children Ages: 0 to 11 months, 1 to 4 years, 5 to 10 years.
23. Phenylketonuria (PKU) screening for this genetic disorder in newborns
24. Sexually Transmitted Infection (STI) prevention counseling and screening for adolescents at higher risk
25. Tuberculin testing for children at higher risk of tuberculosis Ages: 0to 11 months, 1 to 4 years, 5to 10
years, 11 to 14 years, 15 to 17 years.
26. Vision screening for all children

Source: http://www.hhs.gov/healthcare/facts/factsheets/2010/07/preventive-services-
list.ntml#CoveredPreventiveServicesforChildren
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D. AAP Recommendations

Recommendations for Preventive Pediatric Health Care Bright Futures.
. . - H s o v
Bright Futures/American Academy of Pediatrics

Each child and famiy i unique; therefore, hese Recommendalions for Preventive Pedialric Health Care are Theste guidelines represent a consensus by the Amevican Acsdemy of Pedistrics (AAP) and The recomemendations in this stilement do not indicate an exthusive course of ireatment of

designed for the care af children wha e receiving competant parenting, have ne mardfestaliens of any Bright Futures The AAP sanfinues lo emphasize the gresl impertanse of eonlinuity of care in standard of medical care. Variations, taking into account individusl circurnstances, may be

impartant healthprobismes, and e growing and develoging in satisfaciary fashion Additionalvisits may cemprehensive health supervsion and the nesd to avaid fragmentation of care. appropriate.

become necessary if circumsiances supges variations fram normal. Fisfer 1 the spetife guidance by age as listed in Bright Futures guidelnes (Hagan JF, Shaw Copyright @ 2014 by the Amentan Acadeny of Pediatrics.

Developmental, prychosocial, and chronie disease ftsues for children and adolescents may requie S, Duncan PM, eds. Bright Futures Guidelines fov Health Supenision of Infants, Chitren and Mo part of this statement may be reproduced inany form or by any means withaut priar witten
fFrequent counseling and treaiment visits separate from prevertive care visits. Adafescents. 3% ed. Bl Grave Vilage, IL: Amesican Acadamy of Pediatrics; 2008). permission from fie American Academy of Pedistiics except for one copy for personal use.
INFANCY EARLY CHILDHOOD MIDOLE CHILDHOOD ADC
AGE'| Prenatal’ | Mowbom' |3.5d4° |BEyimo|2mo | 4mo |Emo (9me| 12me |15mo | Emo | 24mo | 2omo | 3y | 4y 5y By Ty By By oy | 1y 12y 1y | 14y 1wy | 18y | 17y 1By |18y| 209 21y
HESTORY|
Initalfirnervall - L] L] - - L] - - - - - - L ] L] - - - - - - - - - - - - - - - - - -
MEASL
and Weight] . . - IR . . . . - . | = - . . . - . . - - . - . . . - . -
Head Croamfererce . . - R . . . .
\ieight for Length| . - - - - - - . . .
Body Mass Inde" | | | | . « |o || & | & | & |« | =« | = L - « | s | = | = . e [e] o -
Bliood Pressure”| * * * * * - - - - * - £l - - - - - - - - - - - - - - - [ ] - - -
BENSORY SCREENING|
“ision 3 = L3 3 - | * 3 3 3 3 3 L w I L3 ® w . 0 w * * - * * . * * 3
Hearing| - - - - L3 - - 3 w w w - * - - . * - W - * #* * * * * * * * -
DEVELOPMENTALS AL T
> D . . -
Austism Scresming™| - .
. L] - - L] - . . . . L] - - - L ] - - - L] - - - L] - L ] - - L ]
FaychasocialBehaioral Assessmen| . . - . - .| . . . . . . . - . L] - - L] - L] - . - - - - - . -
Alcohal and Drug Uss Assessment”| | | | | * * * * hd - * - * * *
Diegression Sereering” | | | | - - - . - - - - - . -
PHYSICAL EXAMINATION"| - - - - - - - - - - - - - . - - - - - - - - - - - - - - - - -
PROCEDURES"|
Newbam Bkeod Screening' -
Critical Congenital Heart Delect Screening™| *
Immerization”| . . - - - - - . . - . - - . - - - . - - - - - . - . - . . -
Hematooit of Hemoglobin'| * - - - * * * * * * - * - * * - * - * * * *
Lead Scresning'| - LT L - LR L * * * *
Tuberculosi Testng” * * * * * * * * * * * * * * * - * * * * * *
o Screening®™| - - * * — = — * * - - - * s |—»
STWHIV Screening| * * * * - |- - > | ® * *
(Cenvical Dysplasia Soreening™| -
ORAL HEALTH"| * * | ok | | ook |sak |eak | e | -
ANTICIPATORY GUIDANCE| @ . . - s | s |8 [ s | s | s | = . - s | = - . 0 . 0 0 ) - . - . 0 . - . -

1. Ma child comes snder case for e firs! fme al any poiet on e schadula, of if any lems e nat n ool i avalable af BIpcVwees Coorar-tagon o CRAFFTANSes 000 0. Ferlim Mk JSSomuments of SOMONiSgs 36 Jnoipriatn, 1ased on snhamal SoTsnng RuiReTIeNts 1o padenls wih Wedkoais of in high
Shoad? be beought o 10 date i e darkest Soesihbe e 1z wmmnmmwmumumuummmn o aaNsE 035,

z an-ul-umhmmnmmmnmmmum-mm:mmwu it | ! 2. Tubercukosis esing Der recommansations of Me Commiles on Iniecioes Diseases, pubishad i the conent edlion of 447 Sed Book:
shoul s asizalary guidinca, histeey, and e 13 a.luau.ul, mummmwmms- m o Cormeiios o indeiois Tiscases. TAS9A] sheul b [<rfoimsad o6 seoogrison ol Iacioes.

2003 AAF stalerent "The Pranatal Visl RECTL kAT Y M1 ASF siatement "Usa of ol e . Gew. 201 Y pubdedngs from tha Natiosal Heart Ebood and Lung Insitsie, “ninorated Gusdeines for Cardowasstar Healh and

3 Ewery intant shoukt hase 3 aher bith, {and insructon and e oot Orplonient! TS A0 Fisk Faduction in Chiltven an Aciolescents” (L e, S 18 00w nesices podinzgs ).

4. Every inlant should hawe an ewaiuation mithia 1 to & days of Biih and wilhin 48 1o T2 houns afler discharpe from B oscital ioinciude svalsation for 14 These may ba modiied, i o b screened for infactions [STs| par in the AAF Fad Soak
feading ans @undice. @wahation, and e mohees 15 Paral e’ of tho Comeuiog 0 iodcioes Discoses. Addionaly, HV AAF slzemRn
FRcen S MRS B 14 212 AAP Senat TTMRAY VA L1 f it [ 530l S0 T s eseyhnt a2 g erershocon Tassockssa il creniagpane. ot Ta 2SO ages.al 16.and 18,

s ian 58 hours atr Sebvary mest ba emine wilin m\mmmmmmnm-ﬂmﬂmmmmmmw conficenially of the adsiescent. THOse al INCwased ik of HIV nfection, inciudiag Thasa whe ase sexually actl, farichais in njecion g
amnmunmnwmlmmnuanm L ahar i aluduniy o - Woa It ot ars 8], ot S8 ograTS. 5, of Sra boing Sestod Yo ihar 5 Tis, £40ukS b lesled 4 HIV and raaseaad anssaly.
250 full]. Fallow-az st e peowicad, as appropriaie, By the pediaincian. . BewUSPST] [hidpwww, i}, lndications iy

& mpnmwmlimmmmwnmmmmTﬂ-umm 16 Soeening for cilcal congenital hean disaase using Sulsa cdmetry should be performed in sewhoms, afiar 74 hours of age, batore cischasge fom 10 age 71 ane noted in e 2010 ASF siaeman! *Gyracadogic Evannation lor Adolscents i the Fedaric Ofice Seting”™
Adolescesi Dhanesight and Chesky: Summary Report” (hiis:¥cediaincs sapp et boaioss crgloonion AVSsprlenaal_4SIE4 A e hospital, per ha 2011 ASF satenent Endosenanl of Heakh ard Human Senices Recommen dation for Pulse Duimelry Soeening for Cilical (hits¥pediaiics. aappat koatioss onglcontonir| ST,

. Eiond pressre Msiremst in ifants and ko wih spociic T cossions Shou be perormad o wels Lo agd B years. Congenial Haat D™ [ fosiries. sappublcations orpinien | SIS0 5. Fiter 1 Sontal homa, ¥ anadabhe. P ot avalble, (arfom a risk ssessmnt

i nmn-ulnumntmmsmnnmmmliwwnmamnmmn, 17, Gohachdes, par I ASF Commiltid on Iniachees Chiadses, ani valabld af: MzaVaapratocd. AN R (s 2.3 wmrm@nmmmummmmnm

i 1104502 abdract). Evefy visdt should be an opoorenily (0 epdate and compkete a Culd's INmunizasons. -mmmmtmmmm il TS O CANES DPRENlion. Sod AAF SaEment “Fravent e

B Al rewbroms should be screenad, er e " oar 2007 Guidelines for Early ad 18 Sew 200 AAF stalemaent Tiagrosts and Prevention o on Defickescy and iron Delicincy Asenia in lnkaks and ¥ oung Children (0-3 Yesrs of Agel” Oral Haalfh 1'uummn—mﬁdm
Imry@mion Progans” DTS, RO RO, el SIS YA DAL, ik dssasarment Timing o 1 Domial ' LE11300

8 mmmmlmmnmmmmmnnmmnmnn 19 Far mnmlzmmmmumuwmmmmm
Survellance and Sooeening” | Exposure Hams Children: 4 Renewad Cail ior Prmary Prevention” (i

0. BoMeding should Goour S Tl 2007 ASP satiment “dentfication Chisdren DCisorders”

1000 Rl

KEY #=iobe W = risk with appe tion to follow, f posite~ #—— # —— = rangs during which a service may ba providad




E. Flow Chart for Developmental Screenings (per AAP)
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Padiatric Patient at 1. Developmental concerns should be |mlud:ed as one of several health topics addressed at each pediairic preventive
Prevantive Care Visit care visit throughout the first 5 years of life.®

2. Developmental surveillance is a flexible, longitudinal, continuous, and cumulative process whereby knowledgeable health
care professionals identify children who may have developmental problems, There are § components of developmental Parform
surveillance: eliciting and attending to the parents’ concerns about their child's development, documenting and maintaining a Survaillance
developmenital history, making accurate observations of the child, identifying the risk and protective factors, and maintaining
an accurate record and documenting the process and findings.

3. The concerns of both parents and child health professionals should be included in determining whether surveillance
suggests the child may be at risk of developmental delay. If either parenis or the child health professional express concern
about the child's development, a developmental screening to address the concern specifically should be conducted.

4. All children should receive developmental screening using a standardized test. In the absence of established risk factors or
parental or provider concems, a general developmental screen is recommended at the 9-, 18-, and 30-month® visits.
Additionally, autism-specific screening is recommended for all children at the 18-month visit,

Sa and 5b. Developmenial screening is the administration of a brief standardized 100l aiding the identification of children at risk
Yool of a developmental disorder. Developmental screening that targets the area of concemn is indicated whenever a problem is
S identified during developmental surveillance.

6a and 6b, When the results of the periodic scrunmg too] are normal, the child health professional can inform the parents and continue with other
aspects of the preventive visit. When a screening tool is administered as a result of concerns about development, an early retum visit to the Screaning’
provide additional developmental surveillance should be scheduled even if the screening tool results do not indicate a risk of delay. Tool Results Positive/

7-8. If screening results are conceming, the child should be scheduled for developmental and

Developmentsl medical evaluations, Developmental evalwation is aimed al identifying |he spﬂlf‘ic de\'elnpmenu.'l
and Madical disorder or disorders affecting the child. In addition to the devel m, a
Evaluations diagnostic evaluation 10 identify an underlying etiology should be undertaken. Early

developmenial
imtervention/ early childhood services can be particularly valuable when a child is first identified to
be at high risk of delayed development, because these programs ofien provide evaluation services and
can offer other services to the child and family even before an evaluation is complete.”® Establishing an effective and
eﬂicienlgmurship with early childhood professionals is an important component of successful care coordination for
children.

9. If a developmental disorder is identified, the child should be identified as a child with special health care needs and 5a
chronic condition management should be initiated (see No. 10 below). If a developmental disorder is not identified Developrmantal
through medical and develog | evaluation, the child should be scheduled for an early return visit for further Disordar
surveillance. More frequent visits, with panticular atiention paid to areas of concern, will allow the child 1o be prompily Identified?

referred for further evaluation if any further evidence of delayed development or a specific disorder emerges.

Idantity a8 8 Child With 10, When a child is discovered to have a significant developmental disorder, that child becomes a child with special
Spe ,""1:;."" Cars health care needs, even if that child does not have a specific disease etiology identified. Such a child should be
ldenufadby the medical home for appropriate chronic condition mmmml and regular monitoring and entered

h“"“"?‘:':;:ﬂ.&:fﬂ‘ﬁ" into the practice's children and youth with special health care needs registry.*

Source: American Academy of Pediatrics
http://pediatrics.aappublications.org/content/118/1/405.full.pdf+html
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F. Eligibility Requirements for Services

Stacte of California

GOV @f?partmgnt of @evefopm:zntafSer-u:fces

Source: http://www.dds.ca.gov/EarlyStart/\WhatsES.cfm

Per California law:
“Infants and toddlers from birth to age 36 months may be eligible for early intervention services through Early Start if,
through documented evaluation and assessment, they meet one of the criteria listed below:

¢ have a developmental delay of at least 33% in one or more areas of either cognitive, communication, social or
emotional, adaptive, or physical and motor development including vision and hearing; or

e have an established risk condition of known etiology, with a high probability of resulting in delayed development; or

e be considered at high risk of having a substantial developmental disability due to a combination of biomedical risk
factors of which are diagnosed by qualified personnel”

Cost to Parent

“There is no cost for evaluation, assessment and service coordination. Public or private insurance is accessed for
medically necessary therapy services including speech, physical and occupational therapies. Services that are not
covered by insurance will be purchased or provided by regional centers or local education agencies.”


http://www.dds.ca.gov/EarlyStart/WhatsES.cfm

G. Screening Tools Information

1. More Information on Most Commonly Used Tools

PEDS

(2013) PEDSTest.com LLC, 1013
lAustin Couort, Nolensville, TN
371353 {(615-776-4121) ($36.00).
Mww_ padstest com

Training Options: offers through
its website self-training /train-the-
trainer support via downloadable
zlide shows with notes. case
examples, pre-post-test guestions,
[FAQs, participant handouts,
rebsite discussion list (coverning
all screens), short videos, with
some live training available.

[Electronic Options: PEDS (along
rith the PEDS:DM and the M-
CHAT) are available online with
automated scoring. referral letters,
tale-home parent sunumary
reports, billing ‘procedure codes.
[PEDS Online also generates a
user-database for Quality
Improvement initiatives and
research projects

(www pedstest.com/online)

emotional behavior mental statos

Description: 10 gquestions eliciting
parents’ (and providers”) verbatim
concerns in English, Spanish.
[Wietnamese, Arabic plus and 20 other
languages with others in-progess. Items
are written at the 4% _ 5tk grade level.
PEDS Longitudinal Score and
Interpretation Fomms assign risk levels,
track decision-making and offer specific
zuidance on how best to address
concerns. Provides screening.
longitudinal surveillance and triage for
developmental as well as

behavioral social-emotional mental
health problems. PEDS should be used in
conjunction with the PEDS:DM (below)
to decide when parent education versus
referrals are needed for children at
imoderate- but not high-risk.

tvpes of referrals
are needed: Advise
lparents: Monitor
vigilantly; Screen
further (or refer for
sCreening); or
[Feassure.

Sensitivity:

019 -97%

Specificity:

T3% - 86%

[By disabilities.
1.e., learning,
intellectual,
language. mental
health, and
autizm spectrom.
and motor
disorders,

Sensitivity:

T1%% - 87%

PEDS TOOLS
IPEDS TOOLS lAge [Purpose and Description Scoring lAccuracy Time
range [Frame/Costs*
[Parents” Evaluations of Birth to [Purpose: Screening/surveillance of [dentifies when to: [By age: Scoring time:
[Developmental Status (PEDS). |2 vears [|development/social- [Frefer and what

1 min.

Scoring cost:
%1.20

Materials:
L0309

Total Self-
[Feport:
31.59

Interview
Time: 2 min.

Interview
Cost: 32.40

Scorng
Materials:
51.50

Total
Interview:
$3.99
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PEDS:DM

[PEDS: Developmental
Mdilestones (Screening Version)
(PEDS:DM) (2008)
PEDSfesfcom, LLC 1013 Austin
Court, Nolensville, TIN 37133
(G153-TT6-41213 (5273000

W .PEC?’STEST.:‘-D m

Training Options: offers through
its website selftraining train-the-
trainer support via downloadable
zlide shows with notes, case
examples, pre-post-test questions,
lparticipant handouts, FAQs,
website discussion list (covering
all screens),. short videos, with
some live training available. The
PED S:DMM manunal includes
extensive suggestions for training
medical students, residents, and
Inurses.

[Electronic Options: See PEDS
(above).

[Birth to
2 vears

[Furpoese: Screening’ surveillance of
developmental and social-
emotional/mental health milestones

[Description: PEDS-DM is designed to
replace informal milestones checklists
(such as kev items from other measures)
fevith evidence. It consists of 6 — 8 items
at each age level. Each item taps a
different domain: fine/gross motor, self-
help. academics, expressive and
receptive language. and social-
emotional. The PEDS:DM provides
screening, triage, and surveillance via a
longitudinal score form for tracking
imilestones progress. Written at the aud
to 37d grade level and can be completed
by parent self-report, interview, or
administered directly to children. Forms
are laminated and completed with a dry
erase marker. Supplemental measures
focused on AAP policy include the M-
CHAT. Family Psychosocial Screen,
[Pictorial PSC-17, the SWILS, the
Vanderbilt ADHD scale. and the
Brigance Parent-Child Interactions Scale.

[When combined with PEDS, ensures full
compliance with AAP policy. In English,
Spanish. Taiwanese, Arabic. Portuguese.
[French. with other languages in process.
lAn Assessment Level version is
available for high-risk follow-up and
lprovides age-equivalent as well as cutoff
SCOTes.

[Pass/Fail cotoffs
tied to performance
above and below
the 160 percentile
for each item and
its domain.

By age,

Sensitivity:
TO%% - 9494
Specificity:

TT0% - 93%%

By performance
on diagnostic
Imeasures per
domain:

Sensitivity:
T30 - BT%%:
Specificity:

T1% - B8%0

By disahbilities,
1.2, autism
spectmim
dizorder,

- 82%

sensitivity = 790

Scorng
tiame:

1 min

Scoring
cost: $1.20

Materials:
5002

Total Self-
[Report:
$1.22

[Interview
Time: 3 min|

Scoring
Mviaterials:
$1.22

Total
Interview:
531.82

[Direct
A dmin: 4
i

Scoring
Materials:
5122

Total
[Direct
A dmin:
56.10
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Ages and Stages Questionnaire

[Edition (ASQ-3T20 (20097
[Paul H. Brookes Publishing
Co_. Inc PO Box 10624,
Baltimore, MD 212383 (200-
G38-3773)(3205.00).
Mlaterials kit (3293 007

MWW acesandsiages com.

Training Optdons: DWVD=s
for purchase. case examples,
teaching activities related to
A S0 content. and live
tratning

[Electronic Options: see
A SQ:-SE

[Description: Parents indicate children’s developmental
slzills on 30 items plus overall concems. The ASQ has a
different form (6-8 pages) for each age interval. Written at
the 4t — gth grade level. Can be nsed in mass mail-owts for
child find programs. Manual contains detailed
instructions for orgamnizing child-find programs and
includes activity handouts for parents. The ASC-3 13
available in English, Spanish,. French, Korean.
Normegian., Galician, and several other languages.

Becausze the ASQ does not screen for social-

emotional behavioral or mental health problems,
problematic results call for administration ofthe ASQ: SE
(described below)

domaimns:
Indicate need
for referral or
imonitoring,

developmental

ASQ TOOLS
ASQ TOOLS lAge [Purpose and Description Scoring lAccuracy |Time
range [Frame/Costs®
lAges & Stages 1 - 66 [Purpose: Screening/surveillance of developmental status. [Cutoff scores [By age, Scoring time:
Questonnaires®, Third hmos. im 5 2 min

Sensitivity:
8293 - 80%
Specificity:

T -02%

87%%

Total Self-
By domain/Feport: $2.76
) - %2.88
Sensitivity:
23%;
glffmﬁc'ry: Interview
. Time: 12 min.
Interview
By Cost: $14.40
disabilities,| )
i.e., motor Scoring
|m airment Mlaterials:
HP 1$2.76 - $2.88
intellectual
dizabilities. [T o ¢a]
g vty Interview:
Sensitivity:lo - 4 g

Scoring cost:
5240

[Frint
Mlaterials:
$~036 -%0.48
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2. American Academy of Pediatrics Table of Recommended Tools

TABLE1 Developmental Screening Tools

Dascription Age Range Mo of terns Administration Time Psychometric Properties® Seoring Method Cultural Purchase/Obtainment ey References
Considerations Information
General developrmental
screening ool
Ages & Stages Parent-completed ques- A-50 v k1] 10-15 min Monmed an 2008 children Hisk categorization; English, Spanish, Paul H. Brookes Publish- Squires 1, Potter L, Bricker DU
Questicnnaines (450 tionnaire; series of 19 fromn diverse ethnic and provides a curalf Frerich, and ing Co: B00/E3E-3775; The ASCHUser’s Guigke,
age-specific socioeconamic back- senne in 5 do- Xorean versiors www brookespublishing.  2nd ed. Baltimone, MD:
questionnaines screening rounds, including mains of develop- available om Faul H. Brookes Publishing
communication, gross nish speaking, rment that indi- T 1959
b, e motar, sensitivity: 0. 70-0.90 cares it
problem-solving, and [moderate o highl; need for further
personal adaptive skills; specificity. 076051 ewaluation
resules in passiTail seore (rmoderate 1o high)
airs
ganelle Developrnental Directhy administered tool; Bnhwdmo 100 10-15min(<<3yokl]  Nommedon 2300 children,  Quentitaive;scaled  Englishand Spanish  Riverside PublishingCoc Mewbang 1. Barzele
Irmenitory Screening designed o screen or 20-30min dernagraphic infor- scoresinall 5 versions aailable BO0/323-9540; Developmental Inventary.
Tool, 2nd ed [BOLST) personal-gocial, adaptive, (=3 yold) mation matched 2000 damains are wasw riverpub.com 2nd ed. ltasca, IL: Riverside
matern, communication, LS Census data; compared with Fublishing: 2004
and cognithee devels additional bias reviews cutelfs o deter-
rhent; results in pass/Tail performed to adjust for mine need for
seore and age equiv- gender and ethnicity referral
alent; can be madifed COnCAms; sensitivity:
for children with special O72-093 {moderate 10
neads high); specificity: 075
0B (moderatal
Bayley Infant Neuno- Directly adrinistered tool; 3-2ma 11-13 10 min Mormed en ~ 1700 Aisk categorization;  English and Spanish Psychalogical Conpx dybeard GF. Baydey infnt
develapmental sefies of 6 itern 515 children, stratifed on children are versions available A00/211-837E; Newodevelopmiental
Screen (BING] soneening basic newro- age, 1 match the 2000 graded as low, werwharcowrtassesment.  Sorganer San Antonio, TX:
logic functions; receptive Cerisus; sensitivity: miaderate, or o I'ﬂlngimlcnrp; 1595;
functions {visual, O73-0B6 {moderate]; high risk in each m\am P, Verhulst 81,
auditory, and tactile specificity: 075086 of 4 conceptual Hall &, Predictive utdity of
input); expressie (moderate) damains by use the BEIO-I Infant Meuro-
functions {oral, fine, and of 2 cutoff scores developmental Screener
grass miator skills); and [BING] risk status clas-
COQMtive processes; sifications: clinical nter-
results i risk categeny oretation and application.
(b, moderate, high Dev Mot Chikd Mewred. 2000
risk} A4225-31
Brigance Screens-l Directly adminictered rool; 050 ma E-10 10-15 min Monmed an 1156 children All nesults are eri- Englich and Spanich Curicuhsm Associstes Glascoe FP. Technica! Reporr
sories of B forrms scroeen- frorm 29 dlinical sites in terion based: no wersions available e B00/235-0248; Jfor the Briganice Screens.
ing aniculation, expres- 21 states; sensitivity: nomnative data wenwcumiculumassociates,  North Bilkerica, M
sive and receptive QF0-0ED {rmoderate]; are presented oM Curriculurn Associates Inc;
language, grass maor, specificity: 0.70-0.80 2005 Glascoe FP. The
e mictor, general [moderate} Brigance Infant-Toddler
knonwd and personal Sereen (BITS): standard-
social skifls and pre- ization and validation. J
academic skills (when Dev Behav Pedfatr. 200223
aperopriate); for 0-23 145-150
ma, can also use parent
report
Child Developrment Parent-completed ques- 1Bmo-&y oo 30-50 min Mormative sampleincluded  Quentitative; English and Spanish Behanior Science Systems Inetan H. Child Development
Irnvenzany (C00 Hionnaire; measures 568 children from south prowides age versians available Ine S12/850-8700; Inverion Marual.
secial, seli-helg, mator, St Paul, MIN, a prirarily exuivalents in wewaw_childdevrey.corm Minneapolis, MM: Behavior
language, are gensaral white, working class each domain as Stience Systems ine; 1992
development gkilks; comrmunity; Doig et al well as 805 Daig KB, Macias MM,

results in developrental
guatients and age
equivalents for different
developmental domains;
suitabile for mone in-

included 43 children
frorm a higherisk follow-
up program, which
included 63% with high
school education or ks

Saylar CF, Craver J8,
Ingram PE. The Chilkd
Developrment Irventony: a
developmental outcorme
measure for follow-up of

depth evaluation and 81% Medicaid: the high risk infant.
sersitivity: 080-1.0 J Pediialr. 1959;135:358—
(rmiodarate to highl; 362
specificity: 04096
(high}
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TABLE1 Continued

Description Age Range No. of ltemns Administration Time Psychometric Properties® Scoring Method Cultwral Purchase/Obtainment Key References
Cansiderations Infarrmation
Child Developement Barent-cornpleted ques- 1Bmetosy Sopen-ended questions  10-20min Standardized with 220 children  Risk categorzation;  Englishand Spanish  Behasior Science Inetom H. Child Develspiment
Feview-Parent tonnaine: professional- and a M-itern possible- aged 34 y from primarity [AETTLS ESEONSES versicns avaiable Systerns Inc Reviewe Manual
Cuesticrnaire completed child problerms checkiist o white, working class families tethe & questions Minneapalis, MMN: Behavior
(CDA-PO) developrnent chart e completed by the i south St Paul, MM; and prablerms Science Systems; 2004
reasares social, self- perent, folowed by 99 sertsitivity: 068 flow): checkist ane das-
help, mator, and iterns crossing the 5 specificity: 088 (moderate) sified as indicat-
language skils darnains, which may ing (1) no prob-
be used by the prafes- lorm; (2) a possible
sional as an problerr; or (31 a
chservation guide o possible major
parent-intendew guide problern
Derrver-1 Develop- Directly administered toal, 06y 125 10-20 min Morrned on 2096 term children  Risk categodzation;  English and Spanish  Denwer Developmental  Frankenburg WE, Carnp BW,
rmiental Screening designied 1o screen in Colerado; diversified in pass o fail for versions avaiable Marerials: Van Matta BA Validity of
Teu expressive and recopitive terrrs of age, place of each question, BOVA19-4729; thie Denver Develop-
lamguage, gross matar, residence, ethnicity/cultural and these re- Wi e rveriLeom miental Sereening Test
finie moter, and personal- background, and raternal SEONSEs ane Som- Child D, 197142475
seeial skills; results in risk education; sersithity: 0.56- pared with age- 485; Clascoe FE, Byrme KE,
category (norral, 0.83 (low o moderatel; based nems 1o Ashiford LG, Johnson KL,
guestionable, abromal) specificity: 0.43-080 flow to dassify children as Chang B, Strickland B.
rhoderate) in the normal Accuracy of the Dervver-ll
range, suspect, or i developmental
delayed screening Pedinirics. 1952;
BEN22 1225
infant Develaprment Barent-cornpleted ques- 0-18mo 4 -enicled questions 5-10rmin Studied in B8 high-risk -~ Aiskcategorzation;  Englishand Spanish  Behasior Science Creighton DE, Sauve BS. The
Imventory Bonnaine: measures lowed by 87 iterns clds seen in a perinatal delayed or not versicns avaiable Systerns Inc Minnesota infar Develop-
soeial, self-help, motor, crossing the 5 domains follow-up program and delayed ment Irventary in the
and language skils cornpaned with the Bayley developriental screening
scales; sensitivity: D85 of high-risk infants & B mo.
{mederate); specificity: 077 Can J Beho i 198820
(moderate) (special issuekdde-433
Parenits’ Bvaluation of Farentinterview form; D8y 10 2-10 i Standandized with 771 children  Risk categodzation;  English, Spanish, Ellsworth & Vandemmeer
Deseloprmental Status designied 1o screen for frorm diverse ethnic and provides algo- Vietnamese, Press LLC:
(PECS) developrmental and socigetanomic fithrm 1o guide Mrabic, Swahi, BT I9-1667;
behawioral problerns backgrounds, induding need for referral, Indonesian, wivw padstesLoom
needing further Spanish speaking: additional screer- Chinese,
evaluation; single sensithvity: 0.74-0.79 ing, or continued Taiwanese,
respanse form used for {moderate]; spacificity: surveillance French, Somali,
all ages; may be useful as 070080 (moderate) Portuguess,
a surveillance ool Malaysian, Thai,
and Laotian
versicns avalable
Languadge and cognitme
soreening tools
Capute Scales (also Directly administered tosl,  3-36mo 100 15-20 min Standardized on 1055 Morh Cuantitative {desed-  English, Spanish and  Paul M Broakes Woigt RG, Browen LI, Fraley
koo as Cogritive measures viswabmaton American children aged opmental age Russian versions Fubdishing Co ¥, et al Coneurrent and
Adaptive TestCinical problem sohing (CAT), 2-36 mo; cerrelations high levels and available predictive validity of the
Linguistic Auditary and expressive and with Bayley Scales of Infant quotient) cognitive adaptive test
Milestone Scale receptive language Development; sensitivity: clinical linguistic and
[CATALAME]) ICLAMS); results in 021067 in kow-risk pog- auditory mikestone scale
developrnental quotient ulatice flow) and 0.05-0338 (CAT/CLAME) and the
and age equivalent in high-risk populations Mental Developmental
(e b highl; spedficity: irce ef the: Scales
u.gs—lmgin mk W dhfamumummr.
populaticn high} and 082 Clir Beghisr (Phika). 2003:42:
08Bin high-risk populations 437437

{moderate to high)
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Communication and
Symibolic Behavior
Scaless
Developmental
Profile (CS85-DP)
Infan? Toddler
Checklist

Early Language Mile-
stone Scale (ELM
Scale-)

Miotar screening ook
Early Motor Pattemn
Brofile [EMPR)

Maorter Quatient (MZ)

Autism screening tocls
Checklist for Autism in
Teddlers (CHAT)

Maodied Checklist for
Autisrn in Toddlers
(M-CHAT)

Standandized tool for
screening of com-
munication and
sﬁmbc)li: abilities up to
the 24-mo level; the
Infant Toddler Checklist
isa l-page parent-
:nmpﬁ:lgd Egreemng
toal

Assesses speech and lan-

?uage development
ram birth to 36 mo

Physician-administered
standard exarmination cf
mewement, tone, and
reflex developrent;
sirnple 3-paint scoefing
gystem

Lises simple ratic quotient
with gross metor mike-
stanes for detecting
delayed mator
development

Farent-competed
fuestionnaine or
interdew and directy
administered iterns
designed 1o identify
children at sk of autism
fram the general
population

Parent-cornplited ques-
Bennaire desigred to
identify children at risk of
autisrm from the general
population

6-24 mo

0-35ma

G-12mo

B-1Emo

13-24 mo

16-48 Mo

24

43

11 total milestones;
1 per vt

14 Mo. of questions!
iterns [averaged]

23 (Mo. ef questions’
iterns [averaged])

Standardized on 2188 North
American children aged
624 ro; cormel ations:
0.39-0.75 with Mullen
Scales at 2y of age;
sensitivity: 0.76-088 in
low- and at-risk children at
2y of age (moderatel;
specificity: 0.B2-0.87 in
low- and at-risk children at
2y of age (moderate)

Srall cross-sectional stan-
dardization sarple of 191
children; 235 children for
speech inteligibility iterr
sensithity 0E3-1.00 i leow-
and high-risk populations
(moderate to highl;
specificity 0EE—1.00n kowe
and high=risk populations
(e to high)

510 rmin

1-10 rrin

510 min Single published report of
1247 high-rick infants;
sensithvity: 07052
(mederate to highl
spacificity: 095 fhigh)

1=3min Single published report of 144
reflorred children; sermsitivity:
087 imoderate); specificity:
039 (moderate)

5 rriin Onginal standardization
sample included 41 siblings
af children with autisrm and
50 controks 18 moof agein
Great Britain; Sy follow-up
cn 16235 children validated
using ADI-R and ICD-10
criteria resulted inlow
sensitivity, high specificity;
risised version in process of
being normed ("O-CHAT;
sensitivity: 0.38-085 Jowl;
spacificity: 0.98-1.0 (high)

Standardization samphe in-
cluded 1293 children
screened, 5B evaluated, and
35 diagnosed with an
autistic spectrurn disorder;
walidated using ADI-R,
ADOEG, CaMY;
sensitivity: 0ES-0.67
imederate]; specificity:
093099 (high)

5-10rrin

Fisk categorization
fcancemy/no
toncen)

Quantitative {age
equivalent, per-
centile, standard
scone}

Fisk categorization
[normalfsuspect!
abnarmnaly

Cuantitative d
merital age levels
and quetient)

Risk categorization
Al

Fisk cateqonization

[passfail

English versicn
available

English wersion avai-

able

English wersion avai-

able

English wersion aval-

able

English version aval-

able

English, Spanish,
Turkish, Chiness,
and Japanese

versions avalable

Paul 4. Brookes
Publishing Co

ProEd Ine
BOOVAs7-3202
wewwrproedinc.conm

See key references

See key references

Pubilic domain:
W nas.org uk’
profes chat

Public dormain:
wendfirstsigns.ceem

Wetherby AM, Prizant B
Communication and
yrbolic Behawior Scales:
Developrmental Profile.
Baltimeare, MD: Paul K.
Brockes Publishing Co;
2002

Coplan 1. Early Language
Milestone Scake Austin, TX:
Fro-Ed Inc; 1993; Coplan J,
Gleason JA, Test-retest and
interobserver reliability of
the Early Language Mile-
stone Scale, second
edilion. Pediatr Health
Care, 19937212-219

Margan AM, Aldag JC_Eary
identification of corebral
paley using a profile of
abnorrnal mator pattems.
Berliitricy. 1956,96:592-657

Capute A, Shapira BE. The
mator quatient a method
for the eady detection of
mator delay, Am J Dis Chikd,
1985139940342

Baind G, Charran T, Baron-
Cohien S, etal, A screening
instrurmenit for autism at
18 moof age: a &y folow-
up study. S Arr Acad Chid
Adolesc Poychiatne 200035
654-702; Baren-Cohen 5,
Allen 1, Gillberg C Can
autism be detected at
1B rmo? The needle, the
haystack, and the CHAT.
Sy ) Paychiatry, 1592161
835843

Durmant-Mathieu T, Fein D.
Sensening for autism in
young chidren; the Modi-
fhed Cheddist for Autism in
Todders (M-CHAT) and
ather measures. Mer
200511253262 Robins
DL, Fein D, Barton ML,
Green JA_ The Modified
Checklist for Autisrm in
Toddlers an initial study
ivesticating the early
detection of autsm and
pervasive developmental
disorders. JAutizm Dev
Digord, 2001;31:131-144
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H. Rates of Finding Children Pre-K

% children in special ed found before kindergarten by county
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|. Best Practices/Case Studies

When this project began, the focus of interviews of county officials was on the cost of
providing services. The idea was that counties that successfully “shifted the curve” (see
Appendix J) were potentially saving money in the long run by doing so. The data was
not readily available, or the data available was not particularly meaningful. However,
the process of attempting to gather that information yielded illuminating insights about
how county’s systems worked, and how developmental screening was a large part of
finding and serving children earlier.

Summary of Best Practice Counties

Each county faces different types of challenges and therefore approaches early
identification and intervention in different ways. First 5 Association believes the
elements of the Help Me Grow system are critical in improving early identification.
Keeping that structure in mind, best practices include:

1. Child Health Care Provider Outreach
a. San Diego partners with hospitals to increase screening efforts among pediatricians.
b. San Joaquin trains pediatrician on developmental tools.
2. Community Outreach
a. Orange County (as well as others) organizes Health Fair events that provide
developmental screenings at the event.
b. Orange County pays for school readiness nurses at each school district.
c. Alameda mails ASQ’s to parents with concerns about their child.
3. Centralized Telephone Access Point
a. All Help Me Grow counties have a centralized telephone access point.
b. San Diego has a phone line for parents with developmental concerns for each region
within San Diego.
4. Data Collection
a. San Francisco School District uses a statistician to collect information on special
education.
b. All Help Me Grow counties collect data through the Help Me Grow platform.



Alameda3*

First 5 Alameda’s strategy for serving children with developmental concerns is the
“Healthy Child Develop Initiative.” Alameda was an early adopter of the Help Me Grow
system, beginning in 2005, shortly after Orange County — and this affiliation has been
the mechanism for the Initiative. According to First 5 Alameda’s website, “If a child has
a developmental concern or a parent is worried about their child, we partner with
families to help them understand their child’s needs and get connected to services and
supports.” Through Help Me Grow, if any parent that calls with a concern about a
child’s development and the child has not been screened, Alameda will mail a copy of
an ASQ screening tool for the child’s specific age. The parent can fill out the ASQ and
mail it back to their Help Me Grow Coordinator. The Help Me Grow Coordinator can
then make a recommendation to the parent based on the results and the family
navigation team plays a critical role in ensuring that the family actually connects to the
recommended services. This “care coordination” approach is critical for helping
families receive the assistance they need.

The call center received over 1,500 calls in 2013, a 16 percent increase from the
previous year, indicating that communities are becoming more aware of the centralized
telephone access point.

Alameda: Shift in Age of Students being served with a
Speech or Language Impairment
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34 Information on Alameda County provided by: Loren Farrar, Help Me Grow Administrator, as well as the Help Me Grow Alameda
and First 5 Alameda websites.
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Orange County®®

Orange County has a stated goal to identify children at age 3 or 4, early enough
to where they are already improved and caught up by kindergarten. In Orange
County, each school district has a school readiness nurse focused on screening kids in
preschool and kindergarten. These nurses use ASQ, a screening tool used to identify a
child not meeting the norms for child development. Children are screened annually by
school districts from 3 years old until kindergarten.

Orange C_ounty: Shift in Age of Students_being
Looking at the speech and language chart for sarved with a Speech or Language impairment

Orange County, approximately the same -
number of children are being served, but
children are being served earlier (which may
prevent the need for later services). Of the |™
charts created for this report, Orange County | =
had the clearest change from serving children | o —/ S
older in 2000, to serving children earlier in 2014. | Ao

ceree s BY D001 === SY 0102 =———SY 1213 =—SY 13-14

Outreach to Communities: Orange County puts on Health Fair events that offer free
developmental screenings and promotes awareness of services available to parents and
children with special needs. Orange County partners with organizations like Mommy &
Me and Learning Links, which serve children with special needs and provide preventative
care for parents with concerns about their child’s development. These are the types of
organizations that Help Me Grow would refer a parent to once a concern is raised.

2000

1500

Orange County has also increased education to parents specifically — providing 4-6 week
free parent class through school districts.

County representatives say that Help Me Grow is core to Orange County’s success in
finding and serving children earlier. Orange County has also been a model, or “mentor,”
for other counties, as it was the first to replicate the Help Me Grow Model and has the
longest experience. It works with other counties to share experiences in implementation
planning. Orange County also partners with other counties on initiatives like
developmental screening.

35 Orange County information primarily provided by: Dian Milton and Alyce Mastrianni of the Children and Families Commission of
Orange County. Also, other information was from the Children and Families Commission of Orange County website
(http://occhildrenandfamilies.com/), and the Help Me Grow Orange County website (http://www.helpmegrowoc.org/).
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San Diego3®
San Diego offers care coordination through Healthy Development Services Project.

Infants and children grow and develop differently. It is important for parents to know their children are
growing and reaching important milestones. First 5 San Diego’s Healthy Development Services

(HDS) provides no cost developmental checkups for children from birth through 5 years of age, and
connects children and families to needed services. First 5 San Diego works with some of the best
community agencies in San Diego County to ensure parents and other caregivers have the help they need
to promote their children’s developmental and behavioral health.

First 5 San Diego’s HDS program provides the following services throughout San Diego County:

e Development check ups, classes, parent coaching and therapy

e Behavior check ups, parent coaching and therapy

e Speech and Language check ups, classes and therapy

e Vision check ups and help accessing free or discounted eyeglasses

e Hearing tests and referrals to a specialist if needed

e Care Coordination is provided to help families connect to and utilize First 5 San Diego’s Healthy Development
Services

e Parent Education, Support and Empowerment workshops and referrals

e Understanding Your Child’s Behavior workshops and referrals

e Referrals to other services are provided if needed.

Source: http://first5sandiego.org/healthy-development-services-providers/

While San Diego is not a Help Me Grow affiliate, the same four components are in
place in some way. For example, San Diego doesn’t have one phone access point for
the entire county, but there is one phone access point per region (6 regions). San
Diego faces unique challenges with a lack of bilingual speech therapists when also
highly needed.

San Diego: Shift in Age of Students being served
with a Speech or Language Impairment
2500
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3 Information on San Diego per First 5 San Diego website, as well as through an interview with Gloria Corral, Assistant Executive
Director First 5 San Diego.
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San Francisco®’

San Francisco County has the benefit of having one school district: San Francisco
Unified School District. One notable practice that San Francisco is doing better than
any other county in collecting more data on special education children. As seen in the
speech and language chart, San Francisco has made a lot of progress as well in
finding children with speech or language impairments and serving them earlier. For this
project, San Francisco was the only county with the ability to provide data on the age a
child entered special education, and the age a child left special education, as well as
weekly time served (intervention) in minutes. Recall that speech or language
impairments, unlike autism or downs syndrome, is a disability that has the chance of
correcting the problem. San Francisco’s data is important because it allows for the
ability to analyze characteristics of children being served by age.

San Francisco: Shift in Age of Students being
served with a Speech or Language Impairment
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San Francisco’s “Preschool for All” program is likely a large contributor to the county’s
success in serving children with special needs earlier (see chart above). This initiative
was funded through Proposition H, which passed in 2004.38 The county has also been
making great strides in developmental screenings. “Through contributions from public

health nurse consultants, mental health consultants, trained early childhood education
providers, and trained FRC staff, a total of 9,091 health and developmental screenings
were conducted for children ages 0 to 5.” — First 5 Annual Report.

87 Information on San Francisco was provided by: D.J. Ervin, Senior Statistician at SFUSD, as well as First 5 San Francisco and
Help Me Grow San Francisco.
3 |t is important to note that the capacity of preschools is an issue, as there are waitlists for preschools (anecdotal).
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San Joaquin®®

First 5 San Joaquin has also used the HMG model to coordinate its services for
children with developmental delays, and has been focused on ensuring that these
services are covered with public funding. Screening costs are largely covered through
funding from CalWorks, California’s Temporary Aid to Dependent Families or TANF.
San Joaquin is a great example of the “health care provider outreach” component. The
county focusing on screening though pediatricians at two health clinics serving low-
income children — a “Federally Qualified Health Center” (FQHC) and a “FQHC-Look
Alike.”*® Around 20 pediatricians have been trained on screening, and Help Me Grow
trainers plan on training 10-20 more. This is a new program and they plan on collecting
data on how many pediatricians are trained, and the outcomes of those trainings.

Screenings: First 5 San Joaquin screened over 2,500 children last year, 800 of which
were through preschools. San Joaquin also collected data on the age of children
screened, which means that each year the county will be able to determine their impact
in early identification.

San Joaquin: Shift in Age of Students being served
with a Speech or Language Impairment
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39 san Joaquin information was provided primarily by Lani Schiff-Ross, Executive Director of First 5 San Joaquin, as well as from
First 5 and Help Me Grow San Joaquin websites.

40 Federally qualified health centers (FQHCs) include all organizations receiving grants under Section 330 of the Public Health
Service Act (PHS). FQHCs qualify for enhanced reimbursement from Medicare and Medicaid, as well as other benefits. FQHCs
must serve an underserved area or population, offer a sliding fee scale, provide comprehensive services, have an ongoing quality
assurance program, and have a governing board of directors. Certain tribal organizations and FQHC Look-Alikes (an organization
that meets PHS Section 330 eligibility requirements, but does not receive grant funding) also may receive special Medicare and
Medicaid reimbursement.
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Santa Clara
According to First 5 Santa Clara’s website:

In January 2013, Supervisor Ken Yeager identified the need for more universal
and more frequent developmental screenings for young children during their
well-child pediatric visits. Supervisor Yeager asked that Santa Clara Valley
Medical Center (SCVMC) and Valley Health Center (VHC) clinics perform
routine developmental screenings for all children. The MHSA INN-01 Early
Childhood Universal Screening Project and FIRST 5’s funded Developmental
Screening Project were preexisting projects implemented in 2010. Both projects
were combined to support the county-wide effort under the Universal
Developmental Screening Project.

First 5 invested a total of $593,402 in the Project last fiscal year, with $120,065 of that
total leveraged through county mental health department funding.*!

Santa Clara: Shift in Age of Students heing served
with a Speech or Language Impairment
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For more on Santa Clara’s universal screening initiative, see:
http://www.first5kids.org/sites/default/files/download/Universal%20Developmental%20S
creening%200verview%209-3-14.pdf

First 5 Association should research what factors led to the policy window (other than
the leadership of the Supervisor) that led to funding for universal screening in Santa
Clara.

4! First 5 California Annual Report, 2014
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Other States
Washington (Help Me Grow Affiliate State)

Universal Developmental Screening

Washington created a “Strategic Framework for Universal Developmental Screening for
the State of Washington.”#? First 5 might benefit from learning from Washington's
implementation of that framework. In Washington, there appears to be a high level of
support for universal screening, and a plan in place to help promote it. Furthermore,
there is a legislative initiative that may be able to help ensure screenings as it comes
with funding for pediatricians.

Washington Universal Screening Advocacy:

Per a Washington State Department of Health press release: “Medicaid Coverage for
Primary Care Providers Be prepared this legislative session for some exciting
discussions around UDS. Senator Frockt and Representative Riccelli are sponsoring
companion Senate/House bills stating that the Health Care Authority shall require
universal developmental screening and provider payment for autism and
developmental delays as recommended by the Bright Futures guidelines (subject to the
availability of funds). The bill has a roughly $4.6m fiscal impact for the biennium. The
WA Chapter of the American Academy of Pediatrics advocates that the research
around the benefits of early identification and treatment of developmental delays is
clear.”*3

Other

New York is another state pushing for Universal Screening through legislative
measures. First 5 Association should watch to see if any legislative action on
developmental screenings happen in New York, or other states around the country.

42 http://medicalhome.org/4Download/wg_devscreen/framework.pdf
43 http://www.doh.wa.gov/Portals/1/Documents/Pubs/910-919-UDS-E-updateWinter2015.pdf
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J. Speech and Language Impairment Graphs by County
State

Changes in the Age of California Students being
served for a Speech or Language Imparment
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Alameda

Alameda: Shift in Age of Students being served with a
Speech or Language Impairment
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Contra Costa

Contra Costa: Shift in Age of Students being served
with a Speech or Language Impairment
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Fresno

Fresno: Shift in Age of Students being served with a
Speech or Language Impairment
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Orange

Orange County: Shift in Age of Students being served
with a Speech or Language Impairment
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San Diego

San Diego: Shift in Age of Students being served
with a Speech or Language Impairment
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San Joaquin

San Joaquin: Shift in Age of Students being served
with a Speech or Language Impairment
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San Francisco

San Francisco: Shift in Age of Students being served
with a Speech or Language Impairment
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Santa Clara

Santa Clara: Shift in Age of Students being served
with a Speech or Language Impairment
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Santa Cruz
Santa Cruz: Shift in Age of Students being served
with a Speech or Language Impairment
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Solano

Solano: Shift in Age of Students being served with a
Speech or Language Impairment
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Ventura
Ventura: Shift in Age of Students being served with a
Speech or Language Impairment
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K. Help Me Grow California Report

Help Me Grow
Affiliate States

California

% e HelpMe Grow

California

Our System

In 2005, with the launch of Help Me Grow
Orange County, California became the
second state beyond Connecticut to
implement Help Me Grow. Through the
support of the Kellogg Foundation,
California became a Help Me Grow
replication state in 2011 and developed a
consortium comprised of Orange, Alameda
and Fresno counties, in collaboration with
California  Project LAUNCH, to
implement HMG across the state. The
vision of HMG CA is that all children in
California achieve their optimal
development and are supported by a
system of developmental and behavioral
resources in their communities.

In December 2012, Help Me Grow
California created a Learning Community
of counties and/or regional consortia
interested in HMG to engage and
cultivate counties and regions interested
in becoming HMG affiliates. To date,
eighteen counties participate and are
represented by stakeholder groups such as
early childhood, mental health, special
education, early intervention and health.
HMG California is in the process of
expanding the Learning Community.

Affiliate since 2011

Program Manager

Patsy Hampton,
Project Director
phampto@wested.org
916-799-3211

916-492-4002 (fax)

Organization

WestEd Center for
Prevention and Early Intervention

Organizing Entity
California Statewide
Screening Collaborative

In 2013, HMG California developed an affiliation application process for
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Learning Community counties interested in adopting the Help Me Grow
model. To date, four new counties have submitted applications and have
been approved as affiliates: Ventura, Solano, San Francisco and San
Joaquin. Additional counties are in the process of preparing applications
for submissions.

In 2013, as a result of participating in the Help Me Grow National
Replication Project, HMG California embarked on the development
of a business plan to support expansion of HMG across the state and
establish a state-level infrastructure to support HMG affiliates. As a
result, HMG CA will focus on the following four key roles to achieve
its mission to grow and sustain the Help Me Grow model in California
by cultivating and supporting HMG county affiliates, demonstrating
the impact of the Help Me Grow model and serving as a statewide
voice for systems and services that promote early childhood
development:

1. Provide Support to HMG County Affiliates

2. Promote Sustainability and Growth of HMG Model

3. Support the Collection and Analysis of Data Statewide
4. Conduct Advocacy & Policy Activities

Through these activities, HMG-CA will serve as a statewide
organizing entity that guides the development of local affiliatesacross
the state; ensures effective implementation and fidelity to the HMG
model; provides leadership on state policy issues; and ensures that
HMG is embedded in efforts to strengthen early childhood systems
across the State. HMG California is currently seeking funding to
implement the activities outlined in the Business Plan.

How Our State’s Strengths Helped Build Help Me
Grow California

Critical to California’s investments in early childhood was the 1998
approval of Proposition 10 by voters, which provided ongoing
funds for early childhood efforts for children, ages birth to five,
through the First 5 California Commission (First 5 CA) and 58
county commissions. Since its creation, First 5 CA and most First
5 County Commissions have championed and invested in early
identification and linkages to developmental and behavioral
supports and services for children and their families. First 5 is a
key partner in each of the Learning Community counties. Each of
our eight local HMG affiliates benefit from direct involvement
and/or financial support from their First 5 County Commissions.

The Help Me Grow system has been gaining recognition across
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Californiaas a successful system for early identification, referral and
care coordination of children at risk for developmental and
behavioral problems. As a result, HMG CA has been involved in

the planning, named as a

romising practice or has been

incorporated into program planning for the following state
initiatives:

The California Home Visiting Program
(CHVP) - HMG CA has been identified as a key
partner in the planning and implementation of
CHVP, and will be included in its service and
referral network at the local level.

Race to the Top - Early Learning Challenge -
California’s work in this area focuses on
improving early learning and development
through addressing the health, behavioral and
developmental needs of children with high
needs to improve school readiness. HMG CA was
cited as a promising practice in the State’s
application.

California’s Early Childhood Comprehensive
Systems: Building Health Through Integration

(ECCS) federal grant program - ECCS will build
on the existing cross agency system-change
efforts led by the California Home Visiting
Program, First 5 Association, California Project
LAUNCH, Help Me Grow, and Strengthening
Families. ECCS will support efforts of select HMG
counties to engage in cross-sector early
identification and follow-up activities relating to

mitigating toxic stress and trauma in infancy and
early childhood.

California Statewide Screening Collaborative
(SSC) - HMG CA serves as a key partner on this
collaborative designed to enhance state capacity to
promote and deliver effective and well-
coordinated health, developmental and early
mental health screenings throughout California.

Project LAUNCH - A federally funded grant
program administered by the Department of
Public Health/Maternal Child and Adolescent
Health that aims to improve the systems that
serve young children and address their physical,
emotional, social, cognitive and behavioral
growth. HMG CA serves as a strategy to promote
system coordination, early identification and
linkage to services through care coordination.
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« California’s 2013 Comprehensive Early
Learning Plan (CCELP) - Developed by the Child
Development Division, California Department of
Education (CDE), this plan outlines the critical
components of an early learning system for
children, birth to five that ensures children have
the knowledge and skills to achieve long-term
success and points to HMG as essential elements
for any successful system.

How Our State’s Strengths Are Incorporated into Our
Model

Orange County, as an early adopter, serves as a mentor for our local
implementation. The counties share their skills and experiences to support one

another in their adoption of the HMG model. Our affiliate counties have built
on their existing collaborations, strategies and programs to solidify the core

components of HMG and our Learning Community has served as a forum for
counties to learn from each other. State and local partnerships have been
explored to build statewide spread. Among the 18 counties that comprise our
affiliates and Learning Community, 8 are also implementing MIECHY, 10 are
part of the RTT-ELC, and 5 are implementing both MIECHV and RTT-ELC.

Lessons Learned: Successes

e Our Learning Community has been a successful
approach for counties to deepen their understanding
of the Help Me Grow approach through site visits,
one-on-one conversations and groups discussions on
each of the core components.

e As away to acknowledge the need to collect common
data, a Data Workgroup was developed to identify
common data indicators for HMG California, based on
the HMG National data indicators.

e Through our affiliate application process, counties are
able to articulate plans to expand existing early
identification, linkage and coordination systems
through the adoption of the HMG model.
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Lessons Learned: Challenges

» Funding for state-level coordination of the HMG effort
Is challenging and we continue to seek opportunities
through new initiatives. The lack of a full-time
coordinator has direct impact on our ability to fully
support the Learning Community, new affiliate counties
and the spread of the approach throughout the state.

= We lack statewide data that would support the case for a
Help Me Grow system and/or inform how to
strengthen efforts in our state.

= While Help Me Grow has been incorporated into plans
for state-level initiatives, this integration has not
necessarily trickled down to the county level and we
continue to lack regular funding streams to support
implementation of the system at a local level, beyond
the First 5 funding stream

= There is a pervasive belief at state and local levels that
HMG equals developmental screening. This is likely
related to efforts across the state to promote and support
developmental screening but changing the understanding
of and discourse around HMG remains a challenge.

%« HelpMe Grow

National Center

www.HelpMeGrowNational.org
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L. Help Me Grow Data System Overview

http://www.helpmegrownational.org/pages/hmg-national/data-center.php

The Help Me Grow National Center (HMG National) is developing a comprehensive HMG data system
to support HMG affiliates with data collection, tracking and utilization.

Since May 2011, a national data team consisting of HMG National staff, TA consultants, United Way of
CT/211 Child Development Infoline care coordinators, and HMG affiliates has assisted with planning the
national data system.

The data system covers all HMG core components and specifically addresses: client tracking of children
and families; outreach to families and providers of child health care, early care and education, and family
support services; developmental screening; and gaps and barriers in resources and services.

The HMG data system will be utilized to help demonstrate the impact of HMG across the affiliate
network in three key areas:

e Dbetter outcomes for at-risk children

o families equipped with the knowledge, skills and support to access community-based services
through a statewide system

e aproven, effective and efficient system that builds collaboration across service sectors

HMG Common Indicators have been designed to track:

outreach activities

the total number and characteristics of HMG callers

nature of service requests and presenting issues
developmental screenings conducted within the HMG system
referrals by HMG to service programs

HMG outcomes.

HMG National will generate an annual aggregated "Common Indicators Data Report" for the HMG
National Affiliates Network currently consisting of 19 states. This report is expected to demonstrate the
impact of HMG and aid both HMG National and affiliates with their advocacy and sustainability efforts
at state and national levels.

WebDuck Designs, developer of the HMG National website, is currently building the data system. HMG
Connecticut, South Carolina and Utah are field testing the client tracking section. By 2014, HMG
National anticipates completion of the first Common Indicators Report for the HMG National Affiliates
network.
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M. Draft Legislative Resolution

Assembly Concurrent Resolution: Early Identification & Intervention (DRAFT)
April 2, 2015

WHEREAS the period between a child’s birth and third birthday is a time of intense and
ongoing development, across the cognitive, motor, language, and social-emotional
domains; and

WHEREAS positive health and learning outcomes depend upon children continually
building new skills and abilities along a developmental trajectory of incremental
milestones that begins at birth; and

WHEREAS the Legislature passed Assembly Concurrent Resolution No. 155 in 2014 in
recognition that “research over the last two decades in the evolving fields of
neuroscience, molecular biology, public health, genomics, and epigenetics reveals that
experiences in the first few years of life build changes into the biology of the human
body that, in turn, influence the person’s physical and mental health over his or her
lifetime”; and

WHEREAS adversity during the early years can impair development, and has a
cumulative impact, with children exposed to maltreatment and additional risk factors
facing increased likelihood of having one or more delays in their cognitive, language, or
emotional development; and

WHEREAS unaddressed developmental delays and disabilities result in persistently
impaired learning and health outcomes for children; and

WHEREAS it is estimated that 1 in 4 California children have moderate or higher risk
for a developmental delay, such as speech/language impairment, and that nationally 1
of every 68 children were affected by autism spectrum disorder in 2014; and

WHEREAS Latino and African American children are more likely to experience barriers
in accessing early identification and intervention services; and

WHEREAS the legislature has previously established through the California Early
Intervention Services Act (Cal. Gov. Code § 95001) that “there is a need to provide
appropriate early intervention services individually designed for infants and toddlers ...
who have disabilities or are at risk of having disabilities, to enhance their development
and to minimize the potential for developmental delays;” and

WHEREAS the California Early Intervention Services Act additionally established that
“early intervention services for infants and toddlers with disabilities or who are at risk of
having disabilities represent an investment of resources, in that these services reduce
the ultimate costs to our society, by minimizing the need for special education and
related services in later school years ....[and that] maximize the potential of the
individuals to be effective in the context of daily life and activities;” and
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WHEREAS early intervention services include targeted health and education supports
for infants and toddlers who have delays or are at risk of having delays, in order to
enhance their development, improve school readiness, and minimize the potential for
later challenges; and

WHEREAS early identification and intervention is beneficial to children and their
families because it strengthens a family’s capacity to support their child’s growth and
development; and

WHEREAS the California Early Intervention Services Act previously established that
“the earlier intervention is started, the greater is the ultimate cost-effectiveness and the
higher is the educational attainment and quality of life achieved by children with
disabilities;” and

WHEREAS experts like the American Academy of Pediatrics recommend routine,
regular, formalized developmental and behavioral screening for all infants and toddlers
as the most effective way of identifying children in need of supports and services; and

WHEREAS fewer than one-third of California infants and toddlers received the
recommended developmental and behavioral screenings according to 2011-12 parent-
reported data; and

WHEREAS 41% of parents report having one or more concerns about their child’s
physical, behavioral or social development; and

WHEREAS nearly 3 out of 4 California children with special health care needs under
age 3 do not receive early intervention services they could benefit from, and the 2012
annual report for California’s Early Start program shows that it serves fewer infants and
toddlers with early intervention services than the national average; and

WHEREAS a system of universal developmental and behavioral screenings should
work hand in hand with a robust early intervention system, and be linked by facilitated
family-focused referral, care coordination, child centered health homes, and
information-sharing mechanisms to guide and support families while maintaining
accountability; and

WHEREAS the California Early Intervention Services Act previously established that
“the State Department of Developmental Services, the State Department of Education,
the State Department of Health Care Services, and the State Department of Social
Services coordinate services to infants and toddlers with disabilities and their families;”
and

WHEREAS the California Early Intervention Services Act additionally established that

“families be well informed, supported, and respected as capable and collaborative
decision-makers regarding services for their child.” Now therefore, be it
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Resolved by the Assembly of the State of California, the Senate thereof concurring,
that every California child deserves periodic formal assessment of his or her
development for the purposes of introducing supports and services if needed; and be it
further

Resolved that every child who needs supports in order to achieve his or her
developmental potential deserves that such services be easily accessible, sufficient,
responsive, timely, and of high quality; and be it further

Resolved that every parent or caregiver shall be fully engaged and supported
throughout early identification and intervention processes; and be it further

Resolved that the state shall leverage existing effort and statute to ensure an
accountable, results-oriented, and coordinated statewide network of resources,
services, systems, and strong local infrastructures, in order to provide family-centered,
comprehensive, multi-disciplinary early identification and intervention services and
supports to California infants and toddlers; and be it further

Resolved that the state shall support and promote community-driven efforts to
coordinate referrals and linkages between, and guide families through the complexities
of, the early identification and intervention systems, through programs and models such
as Help Me Grow California; and be it further

Resolved that the state shall invest sufficiently in comprehensive health and early
intervention services and supports in order to ensure that they meet the health and
learning needs of California’s diverse child population, and wisely harness
governmental and other resources toward these common goals; and be it further

Resolved that these services and supports shall build upon existing efforts, and be
embedded and accessible from the places and people that families know and trust,
including: pediatric practices and other health settings, community-based
organizations, Regional Centers, Early Head Start programs, First 5s, and other local
early childhood programs.
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N. Special Education Rights and Responsibilities

For questions regarding California practices in serving children with Special Education
needs, see: http://www.disabilityrightsca.org/pubs/504001Ch13.pdf
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O. Cautionary Findings for First 5 Association

Lack of Data for Cost Benefit Analysis

After finding the shift in the age at which children with speech or language impairments
were being treated, First 5 Association sought to show that serving children earlier was at
a cheaper intervention point. There were many ways that this could potentially possibly be
shown (although a true randomized control trial, which would be costly and take a long
time, would be the best way to prove more than correlation). Some counties were able to
provide an average per-child cost of receiving speech and language service, but unable to
provide the average cost by age. Some counties were able to provide some details about
the types of services children were receiving by age, but unable to show how long those
children received services. San Francisco was able to provide the most detail on average
cost and average length of service by age, as well as average cost.

If counties want to show that serving children earlier is better and also cheaper, it should
consider collecting the following information:

1. Age of child at entry
Severity of delay (categorical)
a. Diagnosis code
Average weekly service minutes
English as primary language (binary)
Primary Language if not English
Income of parents
Race/Ethnicity
Age at exit — or length of time served in years.
Cost of serving child by year
a. Cost could be tied to #2, severity of delay, as it’s clear that not all 4 year olds
cost less to treat than all 8 year olds.
b. Lifetime cost of treating child.

N
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Special Education Data

Number of Special Education Students

An interesting finding is that the number of children being served with special education
has not increased, but rather the age at which the state is serving the child is decreasing.
As stated, providing services earlier is best for the child’s development. This looks like a
great thing, but interviews with numerous stakeholders have said to consider this data with
caution — it might be that school district resources are such that the number of children in
special education stays the same because they triage and only provide services to
children with the highest needs. Clearly, another area for advocacy is the effectiveness of
the K-12 Special Education system and the large variances across districts.

Cost Analysis on San Francisco Data
San Francisco data provided on the age at which a child entered and exited special

education, as well as the minutes per week a child was being treated. There was a hope
that this data might show that it is “cheaper” to serve children earlier. The idea was that
children entering the system at an earlier age might spend less time in the system.
However, the data showed the opposite, a slight negative correlation with length of time in
service with age (meaning that older children spend less time in service). Even when
adjusted for “minutes per week in service” (with the idea that more minutes per week
means that the child has a more severe disability) the negative correlation remained. After
speaking with numerous stakeholders, it appears that this correlation exists for a particular
reason: school districts triage; they serve the students highest needs first. If this is true, it
would hugely impact and skew the data.

Past Efforts on Developmental Screening

Special Needs Project

First 5 California and selected counties received funding for “The Special Needs Project,”
which targeted screening efforts for groups that are less likely to experience early
identification of special needs — English learners, Latinos, and young children. The project
was generally seen as a success, and data collection was a big part of it. However, it is not
an ongoing initiative, and only selected counties participated.

The Special Needs Project collected data from pediatricians in a way that appears
systematic. Perhaps following the model of the Special Needs Project, or using the data
system created from the Special Needs Project should be considered. For more information
on the Special Needs Project in California, read the Special Needs Project Final Program
Evaluation Report.

First 5 Association should consider researching the Special Needs Project and its
outcomes further.
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Statewide Screening Collaborative
The Statewide Screening Collaborative, launched in 2007, attempts to increase

coordination among organizations doing developmental screenings. In 2014, First 5
California wrote the following in its annual report about the Statewide Screening
Collaborative:

First 5 California held a leadership role in the Statewide Screening Collaborative (SSC), a
group consisting of multiple State agencies including Public Health and Developmental
Services, and stakeholder organizations such as the American Academy of Pediatrics and
Kaiser Permanente. First 5 California served on the planning team for SSC and led a work
group focused on developmental screening and follow-up activities in the early learning
field. In addition, through First 5 California’s role in implementing the RTT—ELC grant,
support was provided to participating counties on screening and follow-up in early learning
settings, specifically around use of the Ages and Stages Questionnaire, a valid and
reliable screening tool for early childhood development. - First 5 California Annual Report

Unfortunately, the aim of the Statewide Screening Collaborative is not being as fully
realized as possible — as no reports have been produced from the Collaborative since
2010. Programs like Help Me Grow, have more localized efforts to coordinate and
collaborate with all stakeholders on a local level, and have had more success.

First 5 Early Childhood Mental Health Project
As seen in Appendix G.2., there are several recommended valid tools that child care or

health providers, and even parents, can use when screening a child. In 2009, the First 5
Early Childhood Mental Health Project released a report that recommended consolidating
the number of screening and assessment tools accepted by providers and reimbursed by
Medi-Cal and Healthy Families. There has not been a follow up study to see the progress
of these strategic recommendations. It’'s important to note that this might be a helpful step
in enforcement. If a pediatrician only uses a few tools, it would be easier to track and
easier for a health plan to reimburse. On the downside, new tools that are as highly
effective, and maybe more innovative (online for example), might be dismissed, which
could potentially prevent more developmental screenings from occurring.

State Action Plan
In 2013, First 5 Association, Children Now, and Help Me Grow, California developed a

“State Action Plan” for universal developmental screening, which focused on policy levers
and advocacy efforts. The internal document recommends short and long term legislative
strategies to address the need for universal developmental screenings. This report builds
off of the information and strategies offered in that plan, and provides updated research on
what is being done in the State.
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http://www.ccfc.ca.gov/pdf/annual_report_pdfs/Annual_Report_13-14.pdf

Help Me Grow

Screening

If the Association is focused on ensuring California meets the Federal mandate for
universal screening, the Help Me Grow system is not the end-all be-all solution. According
to the National Survey on Children’s Health, Connecticut (where Help Me Grow was
founded) actually has a lower rate of developmental screening in pediatrician offices than
California (only 26.6% compared to 28.5%). Help Me Grow programs are also working to
correct the idea that “Help Me Grow equals screening,” because it's primary goal is to help
parent to services after a child has been screened or shows some developmental concern.
While it is true that if a child has not been screened and a parent calls, Help Me Grow first
ensures a child is screened, most of the benefits of HMG come from the follow up and the
connection to services.

Uncontrollable Barriers to Accessing Services
According to Orange County Help Me Grow’s Annual Report, about 25% of children

attempted to link to services were not successfully linked in Orange County. Of these, 50%
were due to the caregiver not following through. This pattern is pretty similar in other
counties as well. Ultimately, a child’s development begins and ends in the home. If parents
are unresponsive, even a system that calls for follow-ups with parents will not work if the
parents do not follow up themselves. Parental education must be part of any solution.
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