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Dear Reader:

The report you are about to read is the product of a project initiated by the SOAR Prevention
and Early Intervention Action Team in King County Washington. SOAR is a community
collaborative focused on the success of children and youth, ages birth to eighteen, in King
County. It is governed by a partnership council of stakeholders and leaders from local
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Prevention and Early Intervention Action Team can be found at:
http://www.childrenandyouth.org/actionteams earlychildhood.html .

SOAR is interested in improving the school readiness of young children and has established
goals to help achieve optimal outcomes for all children. One of these goals is that Children and
families most in need of services receive high-quality, affordable and culturally competent
services early. This project and its report seek to help address this goal.

King County data suggest that many young children exhibiting or at risk for developmental

delays are either not being referred at all, or are not being referred early enough, to the
O2dzyiie@a OANIE LYGSNIBSYGA2y tNRINIYDP {h! wQa
Team would like to implement strategies which will improve the timeliness of appropriate

referrals. The Action Team would specifically like to improve referrals from primary care

medical providers.

Because many previous efforts to change physician behaviors in King County, Washington state
and elsewhere have been challenging, and often have not achieved desired goals in a
sustainable way, the author of this report was engaged to advise the Action Team via this
project. The intent of the Medical Provider-Early Intervention Partnership Project is to build
partnerships with medical providers that encourage and facilitate their ability to successfully
identify and refer families into early intervention services (birth to 3); and set the stage for
wider implementation of successful partnerships throughout King County.

It is the hope of all who contributed to this report that the information and recommendations
provided here will prove useful for the next phase - implementing strategic partnerships
between the Early Intervention Program and medical providers to meet the needs of young
children and families.

Respectfully submitted,

Jill Sells MD


http://www.childrenandyouth.org/actionteams_earlychildhood.html
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Executive Summary

Children in King County are being referred to the Birth-3 Early Intervention Program at lower
rates than expected for the population, and it is believed that some children are being referred
too late. SOAR has a goal of assuring that children and families most in need of services receive
high-quality, affordable and culturally competent services early. The SOAR Prevention and Early
Intervention Action Team believes that improving physician Early Intervention referrals will help
support this goal. The Medical Provider-Early Intervention Partnership Project seeks to build
partnerships with medical providers that encourage and facilitate their ability to successfully
identify and refer families into early intervention services (birth to 3); and set the stage for
wider implementation of successful partnerships throughout King County.

This report is informed by a series of interviews with Early Intervention Providers, Medical
Providers, and other stakeholders relevant to the subject matter. In addition, a research review
was conducted to help inform best practices. The El Program has many strengths, most notably
the passion of all the people involved in caring for children. This report focuses on areas for
potential improvement, calling on the collective wisdom of those on the ground. The process
generated a number of specific areas of concern about the current system as it relates to Early
Intervention and physician referral. It also stimulated a series of ideas for how to improve the
system, all aimed at enhancing access to services for children and families; and ultimately
improving outcomes for children.

Early Intervention Provider Perspectives

Early Intervention providers believe some children are being referred too late, and describe a
complex situation with incomplete data. They believe that some children are not being referred
in a timely fashion, some are not deemed eligible for services once they are referred, some are
being referred to services that are not included in the ITEIP data, some are being referred to the
El system after receiving services in a private setting, and some children are being served
without having their data included in the ITEIP system. El Providers believe that it is imperative
that King County gain a true understanding of this situation as part of the overall strategy to
improve referrals.

Early Intervention Providers believe that doctors can be good partners, and that doctors have a
role in improving the El referral process. Early Intervention providers have variable levels of
interaction and communication with doctors around their services. While most El Providers
believe that direct outreach to doctors would facilitate information sharing, build relationships,
and encourage referrals; few currently do this outreach; most often due to staffing restraints.
Most El Providers report communication with doctors around referral intake, evaluation, and
IFSP reporting, but the process and frequency is inconsistent across programs.

Executive Summary
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El providers believe that doctors need a better understanding of the El system and how it

works. Providers would like to see a collaborative approach to educating physicians, with some
pieces being led centrally by King County; and others by El Providers in direct face-to-face
interactions with Medical Providers. El Providers also recognize that their systems could more
effectivelycomY dzy A OF 0S A GK LIKE@&aAOAIYyaAa (KNRdJz3K 2 dzi
progression through the El Program, and that procedures (like summary reports and other

forms) might enhance relationships and future referrals.

While El Providers believe the Program provides many needed services to families, they also
recognize areas where system change could help them more effectively serve families,
including: baseline referral data; ITEIP computer/data system issues; eligibility determination;
service capacity; payment for services; staff training; program quality measurement and
improvement; competition and collaboration; school district involvement; and system
financing. El Providers suggest methods for better assessing referral and service rates and
improving data sources. They would like technical assistance around eligibility generally to
assure consistency across programs; and specifically around young children and premature
infants. They believe there is a need to document current and predicted capacity needs for the
programs, and for the system as a whole. Anticipating and planning for the impact of increasing
referrals is needed before significant efforts to increase referrals are implemented.

Medical Provider Perspectives

Doctors also believe that that some children are being referred too late to the Early
Intervention Program. They believe they are partly responsible for late referrals, and that they
have a role in improving the process. Most doctors and clinics refer families to the Early
Intervention Program, but doctors do not understand the Early Intervention Program well.
Specifically, doctors are not familiar with the role of Family Resources Coordinators (FRCs) or
with Individualized Family Service Plans (IFSPs). Doctors and clinics make referrals to the Early
Intervention Program in a variety of ways, and many do not know about the central referral
option, or what procedures the Program would prefer.

Once doctors do refer to the El Program, they receive insufficient follow-up and information
exchange about the child and family. Doctors want to know if their patients make an
appointment, and to see the evaluation results. They want to know what services are
recommended, and if the family participates. Doctors see families with difficulty following
through, and believe that further information sharing with the El Program would help increase
the likelihood that families can complete the process. Doctors are interested in further
information and resources about the Early Intervention Program. In general they do not feel
they know how well the Program currently works.

Executive Summary
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Doctors are interested in educational efforts which increase their understanding and awareness

of the program, how it works, and what they should expect. While many would welcome access
tog NAUGGSY YR St SOGNRBYAO AYT2NXNIGA2YS (KSe@
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complex and difficult to access, and that system changes may be needed to assure effective

referral and evaluation processes and high quality services. Many see a huge need for direct
support to families throughout the process, a case management approach which walks the

families through the process from start to finish.

Washington State Opportunities

The Early Intervention Program and efforts to engage physicians more effectively with it have
considerable opportunities to engage with other relevant efforts in Washington state. Doing so
will allow the El Program to leverage existing interest in young children and strategies to
improve outcomes. The momentum around Early Learning and the Kids Matter framework offer
opportunities to see connections between systems, and to define strategies around desired
outcomes being used across the state. The Washington State Medical Home Leadership
Network has connections with physicians, extensive knowledge about this subject area, and an
interest in the same outcomes. The Washington State Pediatric Learning Collaboratives have
specifically implemented Quality Improvement strategies around developmental screening, and
YIe KI @S FdzidzNBE 2L NIdzyAtASa 2 R2 azo
LYAGAFGAGS STF2NIa 2 AYONBI &S dovkldpimdrtAlS y Q &
screening and services, provide both relevant experience and potential future opportunities for
direct partnerships to implement strategies within King County. Finally, the Washington State
Child Health Care Act provides very direct policy and funding opportunities around medical
home and developmental screening. The Early Intervention Program in King County would be
wise to build partnerships with these efforts to help facilitate more comprehensive strategies,
and potentially tap into other funding sources and opportunities to leverage policy and positive
outcomes in as systemic way. The King County Interagency Coordinating Council, the King
County Board for Developmental Disabilities and SOAR can encourage such partnerships, and
provide leadership for system improvement processes.

Review of the Literature: Developmental Services and Systems Change

Despite the challenges, primary care physicians have a significant role to play around child
development, particularly given their ready access to most young children. Unfortunately, the
typical primary care physician approach to developmental surveillance is not identifying
children early enough, and there are many practices barriers to change, including lack of
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practices can be described as encompassing four areas: Assessment to identify developmental
risks and problems; Education for parents on child development and promoting learning;
Intervention for developmental concerns; and Coordination of needed services.

From a developmental perspective, doctors are often not as well-trained in child development
as they would like to be, including lack of comfort with standardized developmental screening
tools. Pediatric practice guidelines only recently began recommending formal developmental
screening. There is broad recognition that education and quality improvement support is
needed in order for doctors to embrace needed change around developmental services. States
are working with physicians to improve the quality of children's health care. There is growing
NEO23ayAluA2yY GKIFIG AYLINRGAY3I (GKS ljdzZftAGe 2F OKA
services, is a complex, multi-systems change process. States are also working with physicians to
promote children's healthy mental development; demonstrating that standardized screening
tools can help ensure healthy development; that screening must be accompanied by access to
follow up services; and that project demonstrations can inspire and test policy change.
Strategies for improving the quality of preventive health care and developmental services make
similar recommendations. Emphasis is placed on facilitating linkages between parts of the
system, not just the referral itself. Overall, the literature affirms the complexity of the pieces of
developmental services, including referrals. It demonstrates how the El System should be
integrated and connected with health care systems and community supports for families; with
guality improvement strategies within each, and with needed policy changes.

Recommendations

The following recommendations are based on needs identified by stakeholders, most of which
were expressed by early intervention providers, medical providers, and other stakeholders
alike. They are also consistent with the findings noted in the research review section. The
following potential strategies are not listed in a particular order. How many of these to initiate,
and in what order, will need to be determined by the SOAR Prevention and Early Intervention
Action team and its partners. Choices will necessarily be made based on a combination of
prioritization, feasibility, potential impact, and cost considerations. The goal is to provide a
menu of possible next steps which are likely to be effective and embraced by those whom they
impact; and to build from the strengths of the system and potential partners.

Ideally, leaders in early intervention (including the King County Interagency Coordinating
Council, the Developmental Disabilities Board and Division, and SOAR) and early childhood
stakeholders will create a comprehensive plan for system improvement, implement strategies,
and evaluate their impact in a coordinated manner. The strategies below reflect
recommendations from this project to date, and can inform a broader early intervention
systems improvement effort.

Executive Summary
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Early Intervention and Medical Provider Strategies

T

T

Implement a plan to educate primary care Medical Providers about the Early
Intervention Program

Implement a plan to educate hospitals and NICU programs about the Early Intervention
Program

Implement a plan to improve and systemize communication between Early Intervention
Providers and Medical Providers at key points in the process

Support Early Intervention Providers with technical assistance

Support training for primary care Medical Providers to help them implement practice-
based systems change for developmental care

Identify and promote policy changes needed to enhance early intervention systems

Systems Level Strategies

l

Determine goals within the Early Intervention system through strategic partnership
efforts

Collect King County data to help inform all strategies, such as capacity, referral and
private service data

Help monitor and determine appropriateness of referrals to the Early Intervention
Program

Plan for a response to increased referrals, and monitoring of impact

Leverage medical home and early learning efforts to incorporate and support the Early
Intervention Program

Acknowledge the significant impact of school district participation in the Early
Intervention Program, and engage districts intentionally in systems efforts

Recognize the larger systems issues and the context of the Early Intervention Program

~ v W
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medical home and early learning
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Project Overview

The following information describes the Medical Provider-Early Intervention Partnership Project
as envisioned prior to embarking on the interviews informing this report. It includes a number
of working assumptions which were acknowledged at the outset; but open to challenge
through the process.

SOAR Goal: Children and families most in need of services receive high-quality, affordable and
culturally competent services early.

Problem Statement: Children in King County are not being referred early enough to the Birth-3
Early intervention programs.

(Part of the) Solution: Improve the Early Intervention referral timing/rate by physicians.

Project Overview: The project will build partnerships with medical providers that encourage
and facilitate their ability to successfully identify and refer families into early intervention
services (birth to 3); and set the stage for wider implementation of successful partnerships
throughout King County.

Why? Pediatric medical providers are uniquely positioned to facilitate early intervention
because they 1) interact regularly with families from birth (or before); 2) are trained to
monitor and promote child development through regular preventive visits with children
and parents; and 3) are often seen as trusted messengers by families.

Project Objectives

l. Understand status of work-to-date around Early Intervention-Medical Provider
Partnerships in King County
Il. Understand the challenges, opportunities, and services of Medical and Early
Intervention Providers and Systems
M. Understand status of work-to-date around Early Intervention - Medical Provider
Partnerships in Washington State
V. Identify potential tools or processes to overcome identified barriers in King
County (from King, other county, state, or national resources)
End product: A report which summarizes the above findings and presents a potential plan to
pilot and implement strategies which will facilitate physician referrals to Early Intervention,
helping to improve the overall timing of referrals. It is anticipated that this report will be used
to shape future plans and requests for funding for SOAR priorities in this area.

Timeline: Fall 2007; report due in January 2008.

Project Overview
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SOAR is a community collaborative focused on the success of children and youth, ages birth to

eighteen, in King County. Itis governed by a partnership council of stakeholders and leaders

from local organizations, government, businesses and community coalitions. Information about

{h! wQa t NBGSYiGA2Yy | YR Qdnbdfodndat:y 6§ SNSy GA2y | OdA
http://www.childrenandyouth.org/actionteams _earlychildhood.html

Working Assumptions
Assumptions about the Overall Project

T ¢KSNE A& SARSALINBIR INBSYSyd GKFG R20G2NA |
to early intervention. However, current practice around physician identification and referral
of children to early intervention falls short of what research, policy, and practice protocols
recommend

1 The process of practice change is neither simple, nor quickly implemented

=

Feasible and effective strategies are possible

9 Systemic change- which starts from implementing feasible pilots which can be replicated- is
needed to achieve desired goals at the community, county, or state level

f ¢KA& LINRP2SOUG Aa LINIL 2F G9FNIe /KAfRK22R {@&a
Medical Home work

9 There is existing information and expertise and specific work that should inform this
project. There are also substantial strengths to be acknowledged and leveraged, in King
County; in Washington state, and nationally

1 The project will work with a subset of the community, aiming to leverage input strategically
and realistically. For example, by doing thoughtful, but not exhaustive, needs assessments;
such as focused interviews with practitioners serving large numbers of at-risk children;
rather than a county wide written survey of all pediatric providers

 Understanding the needs of the two key partner groups (Medical and Early Intervention
providers/systems) AND building effective cross-discipline relationships between them, are
020K @QAGIE G2 GKS LINRP2SOi0Qa &adz00Saa

9 The objectives outlined, and the progress on this project, are not necessarily linear.

Progress can be made on multiple goals simultaneously. For example a conversation with

Medical Providers about current challenges or information needs (Objective 1) may also

touch on potential solutions to address the identified issues; and thus help inform

Objectives IV.

Project Overview
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Assumptions about Medical Providers

Want to provide good care, and desire positive outcomes for children and families
Have information needs around early intervention system and how to connect families
Have barriers within their practices which make early identification and referrals challenging

= =4 =4 A

Lack relationships with the El system which would facilitate improved practices around El

Assumptions about Early Intervention systems/providers

Want to provide effective services, and desire positive outcomes for children and families
Have gaps in knowledge about medical system processes and barriers for providers

Have barriers within El systems to effective partnerships with medical providers

Lack relationships with medical providers which would facilitate improved referral
processes

= =4 4 A

Project Overview
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Language and Terminology

Like most fields, the world of Early Intervention is full of terms and abbreviations which the
average reader may not find familiar. A few phrases used in this report are described below.
Please note that early intervention in other contexts can refer to services for older children, or
even adults.

Birth to 3 or 0-3: Because the federal legislation, and associated state programs, refers only to
OKAf RNBY FTNRY O60ANIK G2 3S o &@SIFNARZ (KSasS aSsSN
services; or the centers which provide 8 SNIWA OS& & a. ANIK (G2 oé [/ Syl
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Early Intervention Program: This is the term which King County uses in its new parent brochure
to describe the Birth-3 Early Intervention system in King County. It will be used throughout the
report.

Early Intervention Provider: Someone who provides services to children and families within the
Early Intervention Program, such as a therapist, Family Resources Coordinator, or a Early
Intervention/ Birth to 3 Center.

Family Resources Coordinator (FRC): This individual is central to the Early Intervention
Program, working closely with each family throughout the process of developmental evaluation
and service planning and implementation. He/she helps to coordinate all the resources the
family may need.

Individualized Family Service Plan (IFSP): This is the plan which outlines the goals and services
to be provided for an individual child and family receiving Birth-3 Early Intervention services. An
IFSP is created by the Early Intervention Program and the family, after a child is found eligible to
receive Birth-3 Early Intervention services.

The Infant Toddler Early Intervention Program (ITEIP): This is the name Washington State has
given to its early intervention program for children from birth up to age 3 years.

Medical Home: describes the provision of high quality primary care that is family-centered,
comprehensive, coordinated, and culturally relevant; a regular place and medical provider with
whom a child and family have an ongoing relationship.

Medical Provider: This is a professional licensed to provide pediatric health care to children.
These are most commonly physicians (pediatricians and family practitioners) and nurse
practitioners.

Language and Terminology
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Part C: This refers to a part of the federal legislation called the Individuals with Disabilities

Education Act (IDEAD @ & t | NJegislation a@thorizds & d fénds early intervention

services, providing both funding and regulations to the states. Some people refer to birth to 3
earlyinterventiz Y & SNIWWA OS&a 6KAOK FFYAfASE NBOSAGS | a

FSRSNIf Y2ySeé gKAOK KSflLla LIeée FT2N 6KSaS asSND

Primary Care Provider ¢ a medical provider who provides regular health care to children,
including preventive (well child care) and care for acute and chronic illnesses.

In order to simplify a very complex system and lengthy report, an attempt was made to use one

term consistently when synonyms exist. The author readily acknowledges that these might not

0S UKS ao0Sadé 2N yz2ad | OOSLIWSR (GSN¥adqto ¢KS@
simplify the number of terms used and hopefully make it easier for the reader to understand

GKIFEG A& 0SAy3 RA&OdzAaASR® C2NJ SEIF YLX S a9k NI @
RSAONAROGS (GKIFIG aedadSY FyR ASNWAOSad aaSRAOIf
medical caregivers. Because doctors informed interviews, the term doctor or physician may be

used as a shortcut. Many physicians partner with providers of various types so the statements

are usually relevant for all Medical Providers (such as pediatricians, family practice doctors, and

nurse practitioners).

Language and Terminology
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Infant Toddler Early Intervention Program Introduction
Introduction

In order to inform this section, interviews were held with program leadership at both the state
and county levels in addition to brief reviews of websites and written materials.

Purpose

This section of the report is intended to be a very brief introduction to the systems which
ultimately help support, direct, and regulate the Infant Toddler Early Intervention Program in
King County. A full review of these administrative agencies and their programs is beyond the
scope of this report. The intent was to get their input into the information process which would
take place for this project; and to welcome their input on the needs and potential strategies to
improve the Early Intervention Program- Medical Provider relationship.

Federal IDEA Legislation Created Early Intervention Programs

The United States Congress established the Individuals with Disabilities Education Act (IDEA)
Part C program in 1986 in recognition of "an urgent and substantial need" to:
1 enhance the development of infants and toddlers with disabilities
1 reduce educational costs by minimizing the need for special education through early
intervention
f minimize the likelihood of institutionalization, and maximize independent living
1 enhance the capacity of families to meet their child's needs

The Infant Toddler Early Intervention Program in Washington State

States are required to abide by IDEA Part C regulations, and mandated to provide services to all

who are eligible. In the state of Washington, a £ f OKAf RNBYy X O60ANIK (2 KN
risk for developmental delays, are entitled to participate in the following components with the

consent of their parent(s): early identification, multidisciplinary evaluation, and determination

2F SEtAIAOAT AGE T2 N(SantNddder Early latSWdAlIc Yroglard)y & SNIDA OS

The state ITEIP program has long been interested in improving referral rates from physicians to
the program. The staff recognizes the complexity of both the problem and efforts to address it.
ITEIP wants families to be fully informed about the program, what it offers, and how it works;
and recognizes that doctors can and should be part of the process of educating and connecting
families. Outreach to providers and public awareness at the community level is mainly the
responsibility of the local lead agencies. ITEIP sends an annual letter to medical providers
explaining the program, and the referral process they can use to connect families with the El

Early Intervention Introduction
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Program via local lead agencies. At the state level, there is an impression that physicians often
do not get follow up on their referrals, and that this might be undermining efforts to enhance
referral rates from doctors. Some of this may be related to concerns over confidentiality and
consent issues around sharing information between providers. There is also a concern that low
rates of referrals in the first year of life are related to the lack of program participation, or
referrals, by some hospitals in the state. Because hospitals do not provide services in natural
environments, then can no longer be part of the Early Intervention Program. If hospitals
continue to provide services and do not refer families to the IE system, it would contribute to
either a complete lack of referrals, or late referrals, to the system.

The state ITEIP program is accountable to the federal government, Office of Special Education
Programs. There are annual reporting requirements and a score card; including 14 indicators.
Washington state has set annual performance targets for each indicator, and is monitoring
progress toward them. According to data from the ITEIP State Performance Plan: Performance
Targets and Actual Performance Scorecard, the state has relatively low numbers on 2 indicators
relevant to this report. Indicator 5 is the percent of infants and toddlers birth to 1 with IFSPs
compared to other states with similar eligibility definitions. Other states average 1.12%.
Washington state is substantially lower, at 0.52% as of 12/06. This number reflects minimal
change since the 12/04 baseline of 0.51%; and no real progress toward the performance targets
for 12/05 (0.61%) and 12/06 (0.70%). Washington state is also behind comparable states for
Indicator 6, the percent of infants and toddlers birth to 3 with IFSPs. Other states with similar
eligibility definitions have rates of 2.61%,coY LJr NBR (2 2 aKAY3Ii2yY Qa8 MHK N
good news is that, unlike rates for children under 1, Washington has made progress for children
0-3 as a group; exceeding the performance targets for 12/05 of 1.7%, and meeting the 12/06
Target of 1.80%. The ITEIP program is concerned about these service numbers, particularly
those for children under 1 year of age; because they imply Washington is not serving as many
children as estimates suggest are eligible; and because we are not meeting all our federal
performance or compliance targets.

Beginning in July 2007, the state has a new and different level of accountability, requiring the
reporting of child and family outcomes. ITEIP has been working with SRI International (an
independent, non-profit research institute), to implement measurement of child and family
outcomes as required by the federal government. These new reporting requirements are
expected to add substantially to the workload of the El Program, and its providers. However,
this data is critical to help demonstrate the value of the program and early intervention services
throughout Washington state and the country.

Early Intervention Introduction
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The King County Early Intervention Program

The state ITEIP program contracts its funds to a local lead agency within each county. In King
County, this is the Developmental Disabilities Division (DDD) within the County Department of
Community and Human Services. King County DDD then contracts with Early Intervention
Providers and with a lead Family Resources Coordinator to provide services to families. King
County DDD is engaged closely with the El Providers, and with county level efforts to improve
services to families. Jan Wrathall, the Program Manager, also chairs the SOAR Prevention and
Early Intervention Action Team, which requested this report. The county program is very
interested in improving rates of referral, and working more effectively with physicians. The
county is also accountable to the state ITEIP program to demonstrate progress on the
Performance Targets noted in the previous section. Similar to the state overall, King County is
not making adequate progress on referrals of children under the age of 1.

At the county level there is a perception that under-referring is occurring at times among
doctors, hospitals and previous El contractors. There is a sense that the move to natural
environments has been very divisive, and in some cases may be affecting referral patterns and
practices. There is some evidence from otherplacesti K & | W& A y &fsush addieA Vv
referral number for everyone- helps increase referrals. However, in King County overall the
provider network has not been supportive of that idea, and seems to prefer a blended model,
with both a central number, and the option to refer directly to centers. DDD has recently
restructured outreach activities, including the hiring of new staff. A centrally led countywide
outreach process is currently being developed around the 800#. The staff also believes that
increasing referrals among the youngest children will likely require outreach to hospitals and
birthing centers. This might involve including information in hospital discharge packets; or
providing staffing on site or as part of team; as has been done effectively in other counties like
Spokane. Funding issues continue to be a significant challenge. King County has always made a
priority of the Early Intervention Program, braiding funding locally to run the system, and
adding County dollars. They are currently underfunded for the services provided in King
County. Especially if outreach efforts to increase referrals are successful, funding will be an
increasingly difficult issue.

Interagency Coordinating Councils

The Infant Toddler Early Intervention Program has Interagency Coordinating Councils at both
the state and county level to help advise and assist the programs. The information contained in
this report can help inform the work of these councils. The councils are ideally positioned to
gather input and use their advisory and assistance roles to help strategize and implement
county or statewide strategies which will benefit children and families served by the Infant
Toddler Early Intervention Program. The information which follows on the State and County

Early Intervention Introduction
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Coordinating Councils is almost verbatim from the ITEIP website. (Infant Toddler Early
Intervention Program)

The State Interagency Coordinating Council (SICC)

The mission of the State Interagency Coordinating Council for Infants and Toddlers with
Disabilities and their Families (hereafter also referred to as "Council" and "SICC") is to
coordinate and foster further development of a comprehensive statewide system of accessible
local early intervention services for infants and toddlers, birth to three, with disabilities, or at
risk for developing disabilities, and their families and to coordinate transition of these children
into programs for three to six year olds.

The Council bases its action on promoting and supporting family involvement and family
centered services. The statewide system will be collaborative and community-based. The early
intervention services will be consistent and accessible to families and children statewide; the
services will be of high quality, efficient, timely and maintain flexibility and manageability.

In order to carry out this mission, the Council shall advise and assist the Department of Social
and Health Services and other participating state agencies on the broad range of policy and
coordination issues relative to this mission. The Council will provide and promote leadership
and advocacy for early intervention services. The Purpose and Roles of the SICC are defined in
accordance with the Individuals with Disabilities Education Act (IDEA), Part C, and as re-
established by Executive Order 01-04 on July 6, 2001.

The SICC's purpose is to assist the Department of Social and Health Services and other
participating agencies in implementing a collaborative and comprehensive statewide system of
early intervention services for infants and toddlers with disabilities and their families. The
Council's advice and assistance is necessary on a broad range of policy and coordination issues
in the following areas:

Advisory Role
9 Identifying sources of fiscal and other support for services for the early intervention
programs
9 Assigning financial responsibilities to the appropriate agency
 Promoting interagency agreements
9 Providing appropriate services for children aged birth through age two

Early Intervention Introduction
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Assistance Role:

T

= =4

= =4

= =4 -4

Seeking information from service providers, service coordinators, parents, and others
about any federal, state, or local policies that impede timely service delivery

Taking steps to ensure that any policy problems are resolved

Achieving the full participation, coordination, and cooperation of all appropriate public
agencies in the state

Resolving disputes, to the extent appropriate

Working with County Interagency Coordinating Councils (CICCs) to coordinate and
enhance existing early intervention services and assisting communities to meet the
needs of infants and toddlers with disabilities and their families

Preparing applications for federal grants under IDEA, Part C

Preparing budgets as necessary to carry out the Council's functions

Providing advice and assistance to the Office of the Superintendent of Public Instruction
regarding the transition of toddlers with disabilities into services provided by that
agency

Preparing reports to the Governor and federal officials as required by federal and state
laws

County Interagency Coordinating Councils (CICC)

The County Interagency Coordinating Councils (CICCs) are made up of local community
members, including family members, service providers, and local agencies. ITEIP ensures an
operational local council through contracting with the early intervention services lead agency.
There are 34 CICCs covering 39 counties.

The CICC is the advisory body to the local ITEIP contracted early intervention lead agency. The
CICCs focus on making services easier for families to access locally and on building community
capacity for early intervention services. CICC membership includes representation from the
following:

=A =4 =4 =4 4 -4 4 -4 -4 -8 -4

Parents and family members of children, ages birth through twelve with disabilities
and/or developmental delays

Local health departments/districts

Tribal Governments (where applicable)

Washington State Migrant Council (where applicable)

Other minority community representatives

School districts and educational service districts

Higher education/personnel preparation

Early intervention service providers

Military (where applicable)

Medical providers

County Human Services

Local DSHS representation from the Division of Developmental Disabilities (DDD),
Community Services Office (CSO), and Children's Administration (CA)

Early Intervention Introduction

18



Medical Providers and the Birth to Three Early Intervention Program 19

1 County or Regional Mental Health Agency

Child care providers

f Other public and private agencies providing services to infants and toddlers (childcare
providers, parks and recreation, Medicaid transportation brokers, etc.)

=

Some of the issues addressed at the local level by CICCs include:

f Working to improve the local early intervention system by identifying public and private
funding sources across all relevant community partners

f Assisting in implementing the local payer of last resort policies and procedures

1 Helping identify local gaps in services and community needs and developing strategies
to improve/resolve them

T Collaborating and coordinating with other local planning groups in improving services
for children and families

f Organizing local public awareness outreach efforts

f Organizing and sponsoring local early intervention trainings for families, providers and
community members interested in early intervention/early childhood issues

The King County Interagency Coordinating Council (KCICC)

In King County the Local Lead Agency for the Infant Toddler Early Intervention Program is the
King County Developmental Disabilities Division (County DDD) within the County Department of
Community and Human Services. The advisory board for Early Intervention services is the the
King County Interagency Coordinating Council (KCICC). The KCICC is a Standing Committee of
the King County Board of Developmental Disabilities. The KCICC advises and assists County DDD
with planning and coordinating services at the community level. Council members are parents,
service providers, school district representatives, medical providers, health department
representatives, and other representatives of other public and private agencies. (King County
Early Intervention Program) The Prevention and Early Intervention Action Team which
commissioned this report serves as a subcommittee to the KCICC.

Medical Providers and Family Rights

Families have certain legal rights provided to them around Early Intervention Services. Primary
care medical providers are mandated to be aware of these rights, and to help families access
them. Despite this, there is a sense by state and county El programs that medical providers are
not aware of this, and do not currently follow these regulations in many cases. The following
information is taken directly from the mailing that ITEIP sends to all licensed medical providers.
(Infant Toddler Early Intervention Program)

Federal and state legislation assert that parents have a right to be referred for early

AYOGSNBSYyliA2y &aSNWAOSa AF GKSNB Aa |y Sadlrofaia
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The intent is that every family who might need services has information about the availability of
programs and that referrals be made in a timely manner.

Washington State requirements for the ITEIP state that individuals, such as primary care
providers, who are in a position to make early intervention referrals shall:

9 Refer families to an FRC within two working days of identifying a developmental delay or
a disability that could lead to a delay, unless a family requests an extension to the
timeline or requests that a referral not be made

9 Explain the services available to families when they accept a referral to an FRC (including
screening, evaluation, service coordination, an IFSP, and the potential for special
funding)

9 Inform parents that the referral does not commit them to participate in the early
intervention program

T alAyidFlAy gNAGGSY R20dzySydaladazy 2F GKS LI
relf dzZSa G GKI G S
timeline

Therefore primary care providers are asked to:
 Attend to developmental milestones
T 1a1 LINByida lo2dzi GKSANI OKAf RNByQa RS@St
T wSalLl2yR {céhceindt NBYy i aQ
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The Perspectives of Early Intervention Providers
Introduction

In order to inform this section, a series of extensive interviews was held with four of the King

County El contract providers, and with the lead FRC for King County. The other contract El

providers were all offered the opportunity to provide input via email or an interview.
LYTFT2NXYIOGA2Y g1 & | f &2 t@nddhded ynseRingDfMkR PfeventorS | dzi K 2 N.
and Early Intervention Action Team who had helped conceive this project; and from a local

hospital which employs therapists who serve children under the age of 3.

Purpose

This section of the report is designed to better understand how the Early Intervention Program
works from the perspective of those providing El services. An attempt was made to understand
and summarize how families access their services, how El providers interact with physicians,
and how El providers believe the system is working overall. Providers were asked to suggest
ideas to improve systems, particularly around doctor referral patterns.

Overview of the Early Intervention Program: From referral to an individualized plan

While each King County El provider is unique, the overall process for what happens when a

child/family is referred is relatively consistent. This overview is not a description of the legal or

regulatory requirements of the process, but rather an attemptto RS2 ONA 6 S Wg Kl G | Od c
K I LILI® ¥ fan€lly, based on interviews with a number of El providers in King County. The

steps include: referral intake; information gathering; comprehensive developmental

evaluation; and eligibility determination. If a child is eligible, then the process continues with

creation of an IFSP; provision of El services; and monitoring and IFSP updates.

ReferralintakeY ¢ KS AYAGALFf NBEFSNNIt OFy adksnm | d YAY
756-5437, or directly at an Early Intervention center. Currently approximately 25-30% of

referrals are initiated through the central 800#. When a referral is received (typically from a

family or a doctor), an intake process begins. Often done initially by phone, the El Program

typically obtains basic demographic information (such as name, age, and contact information),

the reason for referral, and insurance information. Families learn about the role of a Family

Resources Coordinator, and are usually introduced to one fairly early on in the process. In some

cases, an FRC may do the initial intake.

Information gathering: More in-depth information is subsequently gathered from the family.
¢CKAAa YAIAKG 200dzNJ 68 LIK2yS> Ay (GKS FlFYAfe&Qa K2
full evaluation, or happen as a separate step. El providers try to gather any previous child
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development evaluation information and relevant medical or other data about the child. El
providers explain the El Program to families, including explaining their legal rights.

Comprehensive developmental evaluation: Once the family has received information about the

process, and has agreed to proceed, an evaluation is scheduled. El providers are required to do

a comprehensive developmental evaluation. One provider described @ FA @S NXB |} dzA NS R | N.
communication (receptive and expressive); motor (fine and gross); cognitive; social; and

' RI LIGA@IStodzl GA2ya GF 1S LXFOS SAGKSNI FG | OSydaSt
least two trained providers, and can take between 1-3 hours to complete. Regulations require

the use of standardized screening tools, but providers report there is a large number of possible

choices, and so evaluations can be tailored to the individual situation.

Eligibility determination: There are specific eligibility requirements for the El Program, which

typically involve the presence of developmental delays which meet specific criteria for the

amount delay. Many times, it is obvious at the time of the assessment whether or not the child

will qualify for services. If that is the case, the family is usually notified of the findings verbally

at that time of the evaluation. Subsequently, a full evaluation report is generated, and this is

dza dz t £ @8 aKI NBR 6A0K oddoK Ifaicki$is deemed ligille,ak YR G KS O
recommendation is made to the family to schedule the IFSP meeting. It is important to note

that children who do not meet eligibility criteria may have real developmental issues.

Therefore a determinationthata OKAf R aR2S&a y2i ljdzZ t ATeé¢ Aa y2i
FNE y2 02y OSNya GKFdG ySSR F2ftf26Ay3oé {2YS 7
R2OG2NE Yl & RSOARS (KIFIG Ad0 Aa Ay GKSANI OKAf RQ
identified issues, even though they do not currently meet the criteria required for the El

Program. Children can also be referred for re-evaluation at a later time, and some children are

found eligible after the second evaluation.

Creation of an Individualized Family Service Plan (IFSP): In the El Program, all services are

provided under the auspices of an Individualized Family Service Plan, or IFSP. While these plans

can in some ways be seen as analogous to the IEPs (Individualized Educational Programs)

created within public special education programs for children 3 years and older; IFSPs are not

exactly the same. They differ most significantly in that they are a family plan, not just a plan for

the child; and that they are to take place inthe communité Ay ayl G dzNF £ SY@ANRYY
GKFY Ay GKS a0K22f aSGiAy3a Y2NB (GeLAOFE FT2NJ I
evaluation, a meeting is held to review the evaluation findings, define goals, and outline a plan

for services to help the family and child progress toward those goals. Typically the process

starts with a group meeting, which includes the family, a Family Resources Coordinator, and

relevant early intervention providers, which might include, for example, physical therapists,

occupational therapists, speech and language therapists, and teachers. Families are welcome
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other family members. While El providers typically would welcome doctor involvement in IFSP
meetings, participation is relatively rare given practical scheduling issues, and it is probably
dzy dza dzl £ F2NJ 6KS OKAfRQa R2002N)J G2 0SS Ay@AGSR

Provision of Early Intervention services: Once the team and the family have completed and

agreed to an IFSP, the service plan outlined therein is implemented. Most commonly now

ASNIAOSa ogAff 200dzNJ Ay GKS FlLYAfteQa K2YSe® CSR
OKAf RNBY 06S ASNIISR Ay ayl G dzNdeswerSpfoddedNPEYY Sy (1 & @ ¢
Intervention centers, but there has been a gradual transition into new ways of service provision

in response to regulations. El providers report varied histories of these transitions, with some
embracing it from the start,andoli KSNE RSAONAROAY3I GKSYaSt@dSa | &
0KS ftFad YAY daoGghwhichtedcHEl PtalidBr Orisgs servides to families vary.

Some describe using a primary service provider model, some a parent coach model, and some a

multiple provider model. A review of the history and current status of the natural environment

movement, and even its history within King County, is beyond the scope of this report.

However, it is important for families and medical providers to understand that most children O-

3 will receive El Program services within their homes.

Monitoring and IFSP updates: ! OKAf R YR FlFYAf&Qa LINRPINBaa oAl
reviewed with the family at least every 6 months. At that time, goals may be updated or

OKIFIYy3aSRT YR &aSNBAOS LIXlya OFly 6S NBGA&ASR | a
time. For example, a provider described how a child may initially have primarily motor issues;

and subsequently need more of an emphasis on speech and communication interventions.

Children who remain eligible can continue to receive services until their third birthday. After

that time, further needs must be evaluated and addressed through the IDEAG t | NI . € a
the school district affiliated programs which serve children with special educational needs

1oy
Qx
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starting at the age of 3 years.

Early Intervention contractors believe some children (0-3) are being referred too late, but
describe a complex situation with incomplete data.

This project was started on the premise that overall children are being referred too late to the

Early Intervention Program in King County. At first, this premise seems clear. There are Federal,

State, and King County data showing that the percentage of children receiving early

AYGSNBSy A2y aSNWAOSa Aa t26SN Ky SELISOGSRO®
is compared are based on population estimates for the prevalence of developmental delays,

and are relatively well accepted across the country. In talking with El providers, however, it

became clear that the situation is not that simple. Therefore, before embarking on a discussion
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of ways to improve referral numbers, it is necessary to try to better understand what the
referral situation really is.

Some El providers take the numbers at face value, believing there is clearly a problem needing a

solution; others are less sure the numbers tell the real story. The reported El rates for King

[ 2dzy e FNB a42YS 2F (KS ¢2NBIG Ay GKS adraST |y
national expectations. However, several El providers reported that they do not think numbers

F2NJ YAY3 [/ 2dzyide INBE SYGANBfe@ | OOdz2NI GST S&aLISOA
children less than 1 year of age. El providers do not believe all children are being counted in

these numbers, which come from the ITEIP database; and therefore they are underestimates of

the number of children being evaluated or receiving services for developmental issues. El

providers offer a number of reasons (below) that theratesO2 dzf R 6S f 263 2NJ f 22
referrals. El providers believe all of these things have happened, or are happening. Therefore, El

providers believe that we do not have accurate, comprehensive County numbers describing

when and where children are being referred, and how they are being served.

El providers have theories for why referral numbers may be lower than desired

Providers offered suggestions about why referrals may be late, and did not assume that the
issue mainly related to doctors. What follows are summaries of the ideas that El providers felt
need to be considered when creating a plan designed to increase referral rates.

Children are not being referred in a timely fashion (true late referrals)

Some El providers definitely see children being referred too late for their services, particularly

for speech issues. & C 2 NJ & rd@der©dften wait until the child is 2.5 years; by then they can
oFNBte& 3SG aSNBAOSa o0STF2NB UGdz2NYyAy3 eome s KSY (K
LINE A RSNE NBLRZ2NI GKIFG NBTSNNIEKSiNGOApaEe RSLISY R &
providers, especially for speech; kids with more global issues are more likely to get referred to

dza Others report that children who do not have a regular doctor are more likely to come in

late. 42 S R2y QG 4SS | fteqand2hdse thahdB dsualNBmME& B R (122 f

t NAYFNE /I NB t NP JA RSN ploiderseportithat ks po<difility biate 2 O G 2 N
referrals becomes more obvious when kids are seen in programs after age 3, something 0-3

programs would not seS (I K S Y aV8 deediisan progéams for 3-5 year olds that seems like

GKSe akKz2dzZ R KI @S AdSoBaursdybthets BidBilRren ShoNdE nevarNID ¢

referred to a system until school age, early intervention providers would not know this directly;

unless information is shared by the school districts or others serving older children.
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Children are not deemed eligible for services once they are referred

After referral, children will only receive services from the El Program if they qualify using

program specific criteria for eligibility. While there are approved standardized tools for

evaluation, there is flexibility in the system which may create some inconsistency across

evaluators, or across programs, in terms of determining eligibility. Very young children in

ISYSNIf gAff 0SS KFNRSNJI (G2 ljdzr t AFe 6SOldzaS RSY
challenging earlier in child development. There may be some referred children who are

appropriately evaluated as not eligible; there might bS WYA 28a4SRQ (1 AR& 6K2 &K2c
not on their initial evaluation; and there are likely children who would qualify if evaluated at a

laterage.d2 AGK (GKS (22ta ¢S KI@S YR GKS ljdz €t AFAOI
young children- so we may be NOT qualifying some who might be qualified elsewhere. When

& 2dzy 3 1 XoBnd elidibN,Jngy@ain be re-evaluated again, but doctors might not realize

they can send them back® However, if children do not qualify until a second evaluation, it is

likely they will be older than 12 months of age when they start receiving services. Determining

eligibility for services is not a simple process. Many El providers felt there was an ongoing need

for, and interest in, technical assistance related to eligibility processes.

Children are being referred to services that are not included in the ITEIP data

CLYAfASEAQ dzaS 2F ALINAGlI GS¢é LINPOARSNAI So3d (K
biggest issue that could significantly impact servicerates. ¢2 S G KAy {1 F €20 2F 1 AF
inprivate servicescg S NBFffte& ySSR G2 3ISG (#2Edn& ydzYo SNAER
communities, there are a lot of private providers, and many families that now have very

comprehensive insurance, with no limits on visits, and no copays. When families perceive they

are receiving good services, and there is no financial incentive to look to another system, it

makes sense they would stay with private providers. Medical providers often have established

positive relationships with these providers, so it also makes sense they would refer to them. El

providers do not think that primary care doctors necessarily know the difference between

referring a child to a private therapist vs. the El Program. Many believe the private therapists,

hospital-based therapists and physicians, and families lack this understanding as well. In other

words, the referral patterns outside of the El Program may often not be intentionally made

G2dzi aARS (GKS aeé proviiefsbelieve theiy dwiXsystEm nfaly drefitérdal o9 L

perceived disincentives to refer families. Because &t I NI t/pay ibraiyplieated services> ¢

there is confusion among providers about how the El program and private providers might

work together, and concerns about whether a referral to El might cause private providers to

lose patients. Some El providers believe that this creates a éreal disincentive for private

LINE GARSNE (2 NBFSNI 2NJ LI NIYSNI gAOK 9L LINPINIY
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Children are being referred to the El system after receiving services in a private setting

Families who are being seen by private providers as described earlier, but who do not have

unlimited insurance, are often referred to El after their insurance benefits run out. Therefore, if
thesearecoyY a A RSNBR aGa2NAIAYIFE Ayidlr1Sazé a GKSe A1
Ayili2 GKS 9L RFEGF aeadsSyzr (GKSe@ g2dzZ R | LIJISF NI (2
received multiple services prior to referral, sometimes the care has been limited to a particular

type of therapy. It is variable whether the child clearly needed more comprehensive services, or

if the family felt they made good progress in the private system. Many families tell El providers

that they did not know about the El Program, and that they wish they had known earlier. Most

2T GKS GAYS OKAftRNBY Ay (GKA& aAaldzr GA2y KIF @S |
0SU6SSY 6KSY GKSANI LINKAGFGS ASNWBAOSaA G NHzy 2dzié
IFSP, and a begin services within the El Program.

Children are being served, but data is not included in the ITEIP system

Almost every El provider interviewed described difficulties with the data system, and how

GOdzYoO SNB2YSéara2 Yy eSAINIKR N Asthérk At firdt, dve oNBpltS NNB R

those who qualify into the system; now we put in all that we evaluate® & {AyO0S L9 O2yli
must use the data system to receive payment for the children they serve, it seems unlikely that

2y 0SS OKA f R NIBh¢El RragdEm thie\Ndinildéhot Ibe Mngluéled it the data system.

However, children who are being evaluated and receiving services only outside of the El

Program (e.g. through private providers, as described above) are not included in the data

system.

El Providers believe that doctors can be good partners, and that doctors have a role in
improving the El referral process.

El providers have many good things to say about doctors and connections with the El system.

One El provider reports significant improvement over time in doctor referral patterns. & 2 S

have great medical providers - 95% of our referrals are from doctors. In the past we did have

f20a 2F f1F4GS NBFSNNIfa FTNRY R2AMath2rddaofts a?ddl y 2 6
get lots of referrals from doctors and clinics. We have a good relationship with doctors. We build

FYR YFAYUGlFAY A0 FYR GKAY]l RSdERpEderfrdpdrtS G2 NB
that hospitals are good referrers; others report that they rarely send patients to them.

El providers do note variability in what doctors know and do, and some areas for potential

improvement. 4 { 2YS R2O00U2NHE I NB dzaSR G2 | YSRAOIFf Y2R
needed; hospitals tend to refer to private therapists, t2 2 ®réviders note patterns vary with

OK A f R NS ylgnink dactora asediat aivare thiat there are effective services for kids 1-2

yearsoldF 2 NJ 4 LISSOK @ ¢KS& FFNB 3JI22R | 0 SOorheil OKAY 3 |y
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medical providers seem less inclined to referatal,L§ ¢ KSNBE &aSSvya G2 oS | Wgl
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Early Intervention providers have variable levels of interaction and communication with
doctors around their services, both generally, and around specific children and families.

Outreach and education for doctors

All El providers noted that doctors do not know enough about their systems, and that it would

be better if doctors were more informed, and had stronger relationships with the programs.

Some programs have done specific outreach in the past, some are doing it currently, and many

would like to do more but believe they have no staff capacity to do so. Some programs report

quite a bit of interaction with doctors by mail, and by the creation and use of referral forms.

G2S dzaSR Q2 R2 TI OSEOP d& S IKNBWS y®ded AgS Wil £ 1 | 02
KFEFgSy Qi R2yS YdzOK 2dziNBI OK (2 RZ2AQ6G2HNEointyo dzi 6 S
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clinic staff on how to make a referral. However, d 1 KA a4 Yy SSRa (G2 0SS R2yS 20
' NB &l F ¥FKing Oddingf BDD tia récghtly ®ided a new Outreach Coordinator, so there

will be new centralized plans for outreach and education.

One El program described a very comprehensive and successful outreach effort to doctors over

the past year. This includes personal visits to meet with doctors in their offices with EI Program

staff and a therapist in attendance. The effort has created new forms for outreach and for

R2O0G2NJ NEBTFSNBESKAYVRRYBRAYVROYNBRBSAYTF2NXYIGAZ2Y | 02
community resources for doctors. All this information is shared in person. This has created

positive relationships, with doctors now using the program for referrals, but also as a resource

for them to call with questions about services for families. The program saw an increase in

number of children being served by 67% in an 8 month period! It was so successful that

outreach efforts needed to modified, because service capacity was increasingly stressed by the

increasing numbers of referrals.

Communication with doctors around referral intake

El providers encourage referrals from doctors, and have a variety of ways for receiving them.

Some programs have referral forms that they like doctors to use and fax in or send

electronically; others take most of their referrals by phone or by a more generic prescription or

fax. Some El providers have found creating specific forms to be very helpful in ensuring they

have the needed information to connect with the family, understand the concerns, and be able

to access insurance coverage. However, all programs accept referrals however they come in,

and then attempt to get the missing informationthe2 Yy SSR @Al (GKS FlLYAt& |y
office. Once a referral is received, programs complete intake with the family and schedule an
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schedule an appointment; but it is typical for doctors not to hear back until after the evaluation

takes places. The central FRC number for King County does not directly let doctors know that

families have called, or if their patients have been referred to an El provider. When a family is

referred by a doctor into the El Program, and the family never connects with the program for

further intake or to schedule an evaluation, it is quite likely that the referring doctor would

never be notified.

Communication with doctors after evaluation

El programs report that once a family completes intake and has an evaluation, they

communicate with the referring doctor. Most programs report sending either a comprehensive

evaluation report, or a summary document stating whether or not the child qualified for

services. Once a child is qualified, and their IFSP is completed, many programs report that they

communicate again with referring physicians. Some send a full IFSP report; others send a list of
recommended services from the IFSP. Families working with the central FRC are asked if they

gl yid GKSANILC{t NBLRNI aSyid (2 GKSANI OKAfRQA
generated by the ITEIP system is extremely long, difficult to decipher, and unlikely to be helpful

to most doctors. Despite this, some programs send it to the referring doctors, while others try

to send a more streamlined summary created from it. However, there is no summary

generated by the system, so El Providers who do this must create their own template and

RS@2GS GKS GAYS G2 ONBFiIAYy3 &dzOK | NBLEZ2NI® a
to create additional reports; but readily agree that a more streamlined summary would be a

usefulcommunA O GA2Yy (228@ RRBYDVSIKAYSIRIaR200G2NI g2 dz
to edit the IFSP form but it takes an insane amount of time to do this. We highlight it with

FTrYAfASa +Fa ¢S 32 GKNRBAAK Al gAI0K GKSYO®E

El providers believe that doctors need a better understanding of the El Program and how it
works.

El providers identify a number of issues which may be challenging to doctor referrals. They can

essentially be summarized as the need for doctors to understand the El Program and how it

works, and how they can effectively refer patients to it. There is widespread agreement that

most doctors do not understand the system, and that the El system has not adequately

educated providers aboutitself. § ¢ KSNB A& | ySSR (2 SRdaOlAESy (R O
0 SA Y 3 Wik yh&ndedl for awareness around early intervention is a general issue, the

programs have also been changing in response to federal, state and county regulations; and to

national trends in best practices. Therefore even doctors who might have known about the

system in the past are unlikely to understand how many current programs are run. The

relatively recent transformation of the El Program from a primarily clinic or site-based program,
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to a primarily home and community based progNJ Y Ay day Il G dzN>F & Sy @ANRYYSY
change. Doctors need to know about this in order to understand what their patients will
encounter, and to be able to support and encourage their participation when appropriate.

El Providers noted some of the following specific educational needs for doctors. ¢ 52 Ol 2 N& f I O
knowledge about the Early Intervention system as a whole, from referral, to evaluation, to

ASNIAOS GBIRPIRANE2ROPY QI (1y2s (KSWRERAGSNBY O8yaSli
other theraLJ® 2 LJiihkisanyhi dbators who currently refer to private services, or to the El

Program, may not know which they are referring to, or the difference between them. This may

especially be true because some King County providers previously were El Program contractors;

and continue to provide many services in the community. In addition to not knowing whether

they are referring to a system of care; they are likely not informed about how services are

provided d 52 OG0 2NA R2y Qi 1y 26 oldedSincladingdmeietide¥ahd0Sa OF y
GKS ylIidz2NF t SYy@ANRYYSYyld NBIdZANBYSyGdaT oKIFG |

While most El providers think the average doctor is not familiar with the details of the system,

and therefore not making informed choices; some El providers believe that there are

philosophical difference driving referral patterns from some doctors, clinics, or hospitals. ¢ L & S S

a divide between therapists in the hospital and in community. It is hard to switch to natural

environments. There may be a philosophy divide; a lack of knowledge (or interest); a comfort

GAOUK ¢gKIG GKSe (y2¢d {2YS Kzalhalfa asSSy 2 1
Y20 02y @Sy A S ysomeF proldddis eSeveTHat YrdstraBodsdvith, or
RA&IFIIANBSYSyila Fo2dzizx CSRSNYtx {GFGS 2NJ/ 2dzy i e
inclination to refer to the El Program; or if they do refer, what program they choose to refer to.

When it comes to doctors connecting families with the system, El providers feel that many
doctors do not understand the referral process and what is needed from them. One provider
ddzy YSR ( K ®Pdgrade deed apfestriptiordfrom doctors for the comprehensive
evaluation that is mandated by federal law. Typically we receive a referral for only one area,
like speech. Our referral person tries to get the comprehensive prescription that we need from
the doctor, in order to get paid for our services; but they often say no. We need doctors to
dzy RSNRE Gl YR (KA A DE

El Providers have ideas to encourage and support appropriate referrals from doctors

El Providers would like doctors to better understand the system and how they can help families
access it effectively. El providers believe that the best outcome will come from a combination
of county-wide/streamlined communications; and personal interactions between doctors and
0KS 9L LNRalNbverazobabaiative, county wide and program specific effort. We
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would like the county to educate docs in general about the referral process and the
requirementscA Y Of dzZRAY 3 p FFNBIFAX Ay K2YS aSNWAOSasz Si

El providers want effective general outreach and education for doctors across the county, with

the county, and all programs using similar messaging and materials. & 2 S )OIQEEEB? of

materials for doctors ¢ the same binder everyone has/uses and gives out ¢with room to adjust

YR FRR a2YS LINE 3 NE PfovidetsIs aWihBtAldotor ¥dudatiSriNgark £ & ® ¢

ongoing need, not a onetime effort. 4 52 OG 2 NB Y S$RG2 i22 NS LDHE 12 R

El providers want to improve the referral process itself. Doctors need to know what is needed

from them, and have a clear process for communicating with El providers. a WS F SNNJ f T2 NI 3
help assure the right information gets to us, and helps with the initial conversation with the

T I Y AThisevidd ;hake processes more efficient, decrease staff time, and increase the chance

that programs will be able to bill insurance for their services. Programs not currently using

referral forms could consider adopting one; or programs countywide could consider a common

form, so doctors who refer to multiple sites would only need to have one on hand.

El providers believe that communicating with doctors about individual patients is helpful. There
is variability across programs currently around this, and all acknowledge challenges in doing so.
They believe it would be helpful to routinely share information with doctors after evaluations,
and after IFSPs are created. Many think that summary sheets of some kind might be a helpful
tool for these communications. All acknowledge that doing so takes staff time that they may
not have.

Programs that have done personal outreach believe it is effective and want to keep doing it;

20 KSNJ LINE IANI Ya @Meobuld daiirRsendes oigh Hoctds. Ak bigy dhinics riot all

LINE A RSNRB (Y296 Fo0o2dzi dza> | & Aldodt YMProvidés@dtedd NE NB F S
that this personal connection and visits with doctors®2 F F A OSa ¢2dzf R 0SS KSf LIT dz
R2 Ado a2alsy K2gSOSNE FSt0 GKIFG GKS&@ RARYQU
0KS® R2y Qi KI@S Fdzy RAy3 F2NJ 0KA& (el 2F 2dzi N
worthwhile use of staff time; however staff and service capacity and funding seems to be

variable across sites.

In terms of impacting the youngest referrals, many providers felt that outreach to birth

K2aLIAdalfta FyR yS2vyl (ls)ivould heirssiy, ditheddsrsomnllyyBhe dzy A 1 a 0
programs, or county wide. There was fairly broad agreement that many of these settings are

either not as aware as they could be of the El Program, or are not actively referring to it as

much as they could. The El providers are not currently doing this type of outreach. However,

they felt this was imperative if a significant goal to be addressed is the early referrals, less than
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one year of age, as many of these would be from premature infants, or those born with
problems known to be associated with developmental delays.

El Providers believe the El Program provides many needed services to families

Despite the limitations expressed in this report, El providers believe that the system is an
important one for children and families. The main advantages of the formal El system is that it
provides a comprehensive evaluation, and for children who qualify, an Individualized Family
Service Plan (IFSP) supported by a Family Resources Coordinator. The comprehensiveness of
the evaluation and the services, and the care coordination, is rarely duplicated in any other
setting. Families are also entitled to be served regardless of insurance or financial status.
Therefore, the system should provide a way for all children with developmental delays to be
referred, have a comprehensive evaluation, and to receive needed services in a family-centered
gl ead t NP OA RSNGBS yirkKiSe (IKNEI Ay GKS ddadame Fl YAL A
most El providers receive direct referrals from doctors, they notethatd ¢ KS OSYy (G NI} f Cw/
helpful when there is no doctor, or ifitisanon-a 5 NBE FSNNJ f @ LT ¢ I N )
NEFSNI ol Ol (2 KSNI ¢CKAAd KIFIA YIRS | NXIf
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El Providers identify overall system challenges

El Providers describe multiple areas that challenge both their current ability to provide effective
services, and their potential capacity to serve more children if referrals were to increase. These
issues are not specific to doctors, but impact the system overall. While further elucidating these
in detail is beyond the scope of this report, it is important to acknowledge their existence.
Those interested in improving the El Program, and specifically increasing doctor referrals, must
realize that their actions in one part of the system will inevitably impact or be impacted by,
many of these issues.

The information in this section is predominately gained from topics which spontaneously arose
within the context of interviews, but were not the main target for information gathering. The
financing issues, in particular, are very complex, and the explanation below is thought to be
accurate as a brief overview. However, anyone interested in understanding specific policies,
laws, or funding methodologies should obtain further information from the appropriate
regulations and involved agencies.

ITEIP computer/data system: All providers noted that is time consuming and the output is hard

to read. It negatively impacts their daily work of assessments and IFSPs; and their ability to
communicate with others.
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Determining eligibility: The Evaluation tools allowed are a huge list; but in general it is hard to

qualify very young children. Programs are unsure they are all making the same decisions, and
would like technical assistance around some aspects of the process.

Service capacity: Most programs reported that they are at or near capacity in terms of both

evaluation and service provision, but this does not appear well-documented at program or
countywide levels. Many programs report that they could not easily increase their capacity, as it
would require increased staffing. Several expressed concern about a generally limited pool of
potential staff which they could try to hire, even if they had funding to do so. In some places
staff positions currently remain open and hard to fill.

Payment for services: While publications say that services are free to families, or that families

will be served regardless of ability to pay; actually managing funding locally for a specific

patient is a huge challenge. In reality, centers bill medical insurance. It is very difficult to get the

gK2tS F3SyoOe IyR aidlFF¥F¥ ONBRSYi(AlFIf SR gAGK | ff
OAf f @ Gt I Ndo-3 dolkars afe SorsHldddd the payadr DEladE resort, and therefore El

Providers are required to first obtain any other sources of payment. Generally, programs seem

G2 | 00Saa M0 OKAfRQa YSRAOIFf AyadzaNIyoOS> uO Lldz
funding), and then, 3) part C. Families are typically expected to pay co-pays as they would with

a medical visit. Once families have reached the maximum family payment or deductable (or are

unable to pay), programs wave co pays, or provide scholarships, in effect losing at least part of

the billable payment for those services.

Staff training: Providing in home services is very different from working in a clinic setting for
therapists, or a classroom setting for teachers. It is particularly a challenge for new therapists
to start out in home environment by themselves. Programs which use a single provider as the
main source of intervention need providers to have a broader understanding of child
development than single therapy schools/training programs typically provide to their students
and trainees. There is a need to cross train staff in all areas of development within schools; as
well as to provide in-the-field mentoring. Increasing the capacity of the system through the use
of well-trained providers will require significant investment in provider training and education,
and perhaps changes in educational systems; processes which cannot occur quickly on a large
scale.

Program quality: There is a need to measure and understand this, and impressions about the

quality of services may impact referral patterns and family choices. We do not currently have a
system to assess the quality of services offered in the Early Intervention Program. Creating such
a system is challenging, particularly with the provision of services in natural environments. It is
very hard to monitor a service provider who is in a home setting by him/herself, when
compared to earlier systems of multiple therapists providing services in one location. Programs
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need supervisory staff time to observe, monitor, and mentor. Programs need outside help and
support to think about measuring quality, and to implement Quality Improvement efforts; and
this should be in the context of developing a system for measuring and reporting quality.

Competition and collaboration: ¢ KSNBE ' NS RAFFSNBYyOSa 2F 2LIAYAZ2Y
OF 6 OKYS Yy I NBdfserdicesFes. NdtondNR a&bigndndn®to a particular El Provider

oFlaSR 2y GKS FlrYAfteQa I RRNBaad LG Aa y20 Of St
is an area that should be open for discussion, as perceived competition for funding, or for

referrals, could be detrimental to efforts to improve the system as a whole. There is also a

significant need to acknowledge the fact that services for many young children are commonly

provided in private settings. How can and should the El Program address this reality? Are there

glrea (2 LI NIHYSNI 123SGKSNE 2N Ydzad AdG O2yGAydzS
has the potential to undermine efforts to improve the system, and outcomes for children and

families.

School district involvement: Participation in the El Program for children under age 3 is a new

area of child development evaluation and service provision for many school districts. El
Providers report that there is already substantial variability between districts contracting with
El Programs to provide services, in contracting processes and payment rates. There is potential
for conflict and competition between El providers wanting to work with school districts; and
between providers and districts. This contracting variability may also impact the quality of
services within and across districts. These issues should be addressed systemically and
proactively now, as districts are all scheduled to participate by 2009. While it is hoped that the
inclusion of school districts in 0-3 services will improve access for families; the scope of the
change and inclusion of so many new partners and new relationships in the system will
inevitably complicate the system to some degree, at least initially. Even assuming that all
participants are well-intentioned, the transition is fraught with challenges, and in need of
thoughtful implementation.

System financing: This is very complex. According to interviews, some of the complexity of the

funding streams can be described as follows. One streamof F dzy RAY 3 A& FTNRY at | NI
Infant-¢ 2 RRf SNJ 9F NI & LYGSNBSYGA2y Y2ySed ¢KA&a 0O2Y!¢
Infant Toddler Early Intervention Program (ITEIP), which is housed with the Division of

Developmental Disabilities (DDD) of the state Department of Social and Health Services (DSHS).

Some of this federal- to-state money is then contracted out to the counties via a local Early

Intervention Services Lead Agency. In King County, this is the Developmental Disabilities

Division (DDD) of the King County Department of Community and Human Services. King County

555 Ay Gdz2NYy O2y UGN OGa gAOK 9FNIeé LYGSNBSyGAzy
services described in this report. In addition to the federal El funding described above, King
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County DDD also adds additional funding which come from the State Division of Developmental
Disabilities. These two sources of funding are combined by King County DDD, and contracted

out together to the El contract providers. Part C Federal dollarsarS NX Ij dzA NB R
2F flLad NBaz2NIlz¢é a y2G6SR Ay GKS SFENIAS

El providers offer general ideas to improve the system.

In the same way that interviewees spontaneously mentioned many system challenges outlined

in the previous section, there were times when specific strategies were mentioned which might

address them. While what follows is not the comprehensive list that might be generated were

these questions the subject of focus, implementing some of these suggestions could impact the

system in ways which are relevant to strategies specifically involving medical providers.

Referral and service rates C improving data

9 Gather referral data within El programs beyond anecdotally. Are kids really being seen
too late, or are they being seen elsewhere? Consider data collection over 2-3 months,
such as: Were new kids getting services elsewhere previously or not? Who referred

theYK 52838 (GKS NBFSNNIf asSSy afl iS¢ G2

9 Count the children in private services: at least an informal head count from the bigger
programs, such as Swedish, Valley, EEU; and known groups of private therapists,
especially on the east side

9 Figure out a way to partner with private providers. Perhaps somehow add FRC services
to what they do to get at the comprehensive goal? (Although it was noted that it is a
potential problem that they are not providing services in a natural environment)

Eligibility

9 Provide technical assistance around eligibility in general. If eligibility is more stringent in

34
2 0SS i
NI aS0i
GKS 9

2yS ASGGAY3 GKFYy FTy20KSNI 2dz2i02YSa Attt RA

different, the number referred, and the number found eligible, will differ. The system
needs consistent guidance for doctors about who/when to refer. Guidance is also need
to programs on eligibility screening. Without it, the impact of new outreach efforts to
improve numbers will be hard to interpret when superimposed on existing (likely)
variations in eligibility decision-making.

9 Provide technical assistance around eligibility for younger children. Providers report
that it can be very hard to qualify very young children using the 25% delay standard.
ProvidersarenotsdzNB K2 g (2 dzaS GKS GAyFT2NXSR
and would like input around what is appropriate, and how it is done. A system
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discussion about this would create consistency, and might increase the number of
children found eligible.

9 Provide technical assistance around evaluation of premature infants. Providers report
that there is variable use of chronological (actual) vs. corrected (accounting for how
early the child was born) ages. Creating a consistent approach to qualifying preemies
would make changes in referrals and eligibility numbers more meaningful. This is
particularly important if a substantial goal relates to improving referrals in the first year
of life; and if increasing outreach to neonatal intensive care units (NICUs) and birth
hospitals occurs.

Capacity

I Tryto document current capacity (for both evaluation and service provision) within each
El program, and across the county as a whole

' Anticipate needed additional capacity for evaluation and service provision, and the
potential impact of increasing referrals

I Document current capacity and anticipate additional capacity needs for the central 800#
and associated services if referrals increase

9 Consider capacity needs as a system across the county. As noted by one provider, 6to
datewS KIF @S Yl ylI 3SR IANRGUOUK AYOGSNyrtte @Al o2l
Fo2dzi R2Ay3 Al W2dziaARS 2F 2dz2NASt @SaoQ . dzi
YAIKG y2Gd 6S oftS (2 R2 GKAA&®E
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The Perspectives of Medical Providers
Introduction

In order to inform this section, a series of interviews was held with twelve primary care
providers who care for children. The group included both pediatricians and family physicians.
While no Nurse Practitioners were directly interviewed, many of these physicians practice
alongside Nurse Practitioners. These doctors work in a variety of settings from public health, to
community clinics, to private practice, to university based clinics; together serving a range of
income levels and cultural groups. Several clinics serve a large proportion of non-English
speaking families; many serve large Medicaid or underinsured populations. Geographic
location included Bellevue, West Seattle, Kent-Des Moines, Federal Way, and several different
parts of Seattle.

Purpose

This section of the report is designed to better understand how these pediatric medical
providers interact with the Early Intervention Program. An attempt was made to summarize
how physicians make referrals, how they interact with El Providers, and how the medical
providers believe the system is working overall. Providers were asked to suggest ideas to
improve systems, particularly around the referral process.

Doctors think that some children are being referred too late to the Early Intervention
Program

When asked, doctors believe that late referrals to the Early Intervention Program are a
problem, with 75% (9) saying at least some children are being referred too late. Another 17%
(2)reportedd Yy 2 0 A Y  Ybait seediedl tOhelev® iBwasglikely true in other situations.
Only 1 respondent (8%) said no, believing that children are not being referred too late.
Comments included

A

G ¢ KA& RS LISy Ruiliesafyheydomé&in rggilaRyafax ilell child check ups, we refer
LINSGGe ljdzaolte AT 6SQNB O2yOSNYySRé
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with more marginal delays, especially language,arem2 N3 f A1 St & (G2 06S YAaaSsSR

L GKAY]l GKIFIG GKS R2002NR Ay 2dzNJ Of AyAatO 5h NB
the same time, | am sure that many are missed because of rushed visits and developmental

screening being placed at a lower priority than immunizations and measuring height and

weight. Specifically, we were in the process of rolling out the ASQ (a standardized

developmental screening tool) organization-wide, with good adoption of it by our providers,
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when we went to an electronic medical record and at the same time, central scheduling and 15
minute visits for well-child checks. The ASQ went out the window in favor of a quick checklist
done by the MA, and even that doesn't always get done or reviewed by the doc. Also, we are not
scrtSSYAy3a F2NJ SIENIeé aradya 2F ldziAayYosé

G,Sad L GKAY]l LINBydGa NS NBf dzOdileyawn G2 KSIF NI |
Syndrome ¢ and then the coordination of the first visit seems to take at least six weeks.€

Doctors believe they are partly responsible for late referrals, and that they have a role in
improving the process

Doctors note many potential barriers to successful referrals, including actions by the doctor or

clinic. Doctors acknowledge that provider awareness is a problem, and many believe the system

is hard to understand and navigate. One doctor said, & L (i Kvikleystre dodifliBed by the

a2aidsSY FyR ySSR SRdzOlIGA2Y | YR dhdzabddigaiNgtem NP dzy R
itself can be a barrieraswell. &t F NI 2F (GKS LINRPo6fSY Aa GKIFG f2aGa
LINE A RSNBR ® t | (A S \6rihkig privdtezy@up Fractde? séeSheidirauladza  F NJ

provider less often, and it varies who they see. This is increasingly an issue with more providers

AY | LINI OGAOS® ! R20G2N) gK2 R2SayQi 1y2¢ (GKSY
their regular doctor the next time instead of making a referral. Then the child can get lost in the

F2f{f 29 dzlJx SALISOAlLEte AF GKS O2yOSNy AayQi ak
y2iSaodé

Doctors also note that child and family situation, personal choices, and system limitations all

impact what happens after doctors make a referral. Doctors believe that they often make

timely referrals, but then the family may not end up following through. Doctors note that some

families are reluctant to have an evaluation. Families facing multiple challenges are less likely to

follow through with a referral. Transient populations often are difficult to connect with

agencies. Language barriers are significant; and interpreter availability can be rather limited

beyond Spanish. Families with limited English are very hard to connect with the El Program.

Often doctors call to make the referral directly for the family. The intake person then calls the

family back in its own language, but it can still be very difficult for the family to understand

gK2Qa OlFfftAy3a GKSYX 2N gKe o {2YS R2002NAE NBLJ
have no financial resources or who are undocumented; agencies seem reluctant to see them.

Once children do get an evaluation and receive recommendations for services; some doctors

report that is fairly common for patients to not show, even when services are scheduled at their

K2YSH hTiSy GKSNIXLAada OFyQid NBIFOK FFYAfASAZ
were recommended. SothepNR2 O0Saa OFy WTFI f { -initikl eRredTdti®@ | G Y y @
intake, evaluation, service planning, and service implementation.
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Doctors report that children with special health care needs often provide additional challenges.

There are many children referred to primary care with complex medical needs, for example

children who were born early and spent time at the neonatal intensive care unit (NICU). Itis

often very hard to establish continuity of care for these families after discharge. A doctor

shared thisexample: 6 ¢ gAY LINBYIl GdzZNE Ay Flryida gAGK O2YLX AOL
KIS KIR 2yfeée 2yS LINAYFNE OFNBE R2O002NJ I LILRAY
a lot, using a Public Health Nurse, outreach, scheduling appointments, and calling the family.

¢KS FrYAf& aleéea GKS& 32 St aSogKSNBE FT2N OFNBZ 0o
been seen. They no show for any appointments we schedule. The children are now almost 3

8SIFNRBR 2fRH LiQ& KI M&dsdreverylcomplex, anal fady thay foseeR2 @ CI Y
SIFNI & AYyGSNBSYyUGA2y S 2 NIDBHS séportihbheveh whBntheyk NB X | &
successfully get kids into the El ProgramT (G KS@& R2y Qi ySOSaal NAfte& 23S
Often families lack the financial resources or insurance needed to get specialty care, or

testing/evaluation about the underlying problem causing the developmental delay. This can be

frustrating to both the family and the doctor.

Doctors unequivocally said that they believe that doctors have a role in improving this situation.
(100%, 12) Doctorssaidthatch @S NI £ t ¢S KI @S land p&ific8ly, A3/S R2Ay 3 6

KFE2S I NERf Hneldoytor hFedtie NadlEngeslacresponsibilities around a
complicated referral process. ¢ 5 2 OG 2 NB K|l @S (GKS NBaLRyairoAfAlde
KSEt LI FIYAEtASE yFE@AIILGS + GSNE O2YLIX AOFGSR aea

reluctance to acknowledge a problem and especially recognize cultural and linguistic barrieNB& © €
Most doctors and clinics refer families to the Early Intervention Program

Three out of 4 doctors report making referrals to Birth to 3 services (9 or 75%). Two others

report referring young children to services, but not necessarily the B-3 system. Doctors

described the following groups of children they refer: 1) former premature infants; 2) children

with identified genetic or medical problem that might impact development; and 3) children

picked up on well child exams who seem to have atypical development or are not developing as

expected, including speech, motor or neurological abnormalities. Doctors{brocesses for picking

dzLJ I aoStfté¢ OKAfR gAOGK | LRIOISYOGAlLIt RSt & Ge&LR
general or semi-structured questions; using the screening questions/red flags found on the

Medicaid well-child forms; using screening questions built into electronic medical records or

other charting tools; and responding to parent concerns. While some described experience with

formal developmental screening tools, none reported their regular use in their practice

Ol fUK2dzZAK GKA& ljdzSadazy glayQid Ffglea SELX AOA
pick up concerns when families had good continuity and follow up; e.g. were seen regularly for

checkups by the same doctor.
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Doctors do not understand the Early Intervention Program well

Doctors do not think that the physicians and staff in their clinics understand the El Program

gSEET B6AUK oo &l @&Ay3a T7Firiallund2retzinding, brehdtthe | Y R ¢ 1472
knowledge is variable within the clinic. For example, in settings with both family practice and

pediatric providers, there is a perception that the pediatricians may be more aware of the

system. In situations where clinics engage residents (doctors in training) there are challenges

around training and retraining new doctors who come through. In some cases nurse

practitioners have more practice continuity than physicians and they may have more

knowledge about the system. Some clinics have social workers who are very familiar with

community systems, including El Program services. Provider continuity in general is an issue, as

one doctor pointed out, dUnfortunately, because of an increasing rate of turnover and change

in our organization, | think there could be several new providers who do not understand the

birth-to-0 K NB S and&eéndrab dbebois did not feel they could reliably say what their
O2fttSI3dzSaQ tS@PSt 2F (y26ftSR3IAS 2 Ni KEER SREYQ Iy RRAC
understand the system themselves.

Doctors are not familiar with the role of Family Resources Coordinators (FRCs)

In general, doctors are not familiar with Family Resource Coordinators (FRCs). When asked to

describe an FRC, 17%(2) confidently gave a reasonable description of the FRC role, another 25%

(3) guessed at a fairly good description, 8% (1) had heardthetermd dziT RARY Qi 1y 26 6K
meant; and a full 50% (6) had no idea what an FRC is. Notably, only one doctor (8%) knew how

to connect with an FRC.

Doctors are not familiar with Individualized Family Service Plans (IFSP)

The majority of doctors are not familiar with either the term, or the concept, of an IFSP; with
67% (8) saying they do not know what an IFSP is. Of the remainder, 8% (1) said they knew what
it is, but had never seen one; 8% (1) guessed a reasonable definition, 8% (1) thought it was a
report of some kind, and 8% (1) knew what the initials stand for, but not what it is.

Doctors and clinics make referrals to the Early Intervention Program in a variety of ways

Doctors and clinics have a number of different ways that referrals may get made, including

giving the family information so they can call; writing or faxing referrals; and calling to

introduce the family, who will then in turn be called back. Many doctors note they modify their

F LILINR F OK G2 GNB G2 YSSG S| OFHilyTs horBnglish §péaking SSR & ®
most clinics will call for them, or otherwise arrange for language interpretation. The approach

varies with the circumstances and timing. One doctor reported recently seeing a patient with a

resident. 4 ¢ KS T I YA f &redddeily idtedvengion A By&ars. Now, the child is back in
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clinic at 2.75 years; and after looking at the chart and asking the family, we realized they had
not made contact with Early Intervention. So we put the family on the phone in the office and
madetheO2 Y Y SOG A 2 Y SehlFaldeK for midrk &etsilS bt referrals.

Many referrals forthe ElProgram32 Ay (2 (GKS W3ISYSNIfQ NBEFSNNIf |
they are treated similar to a referral to a medical specialist. & ! réfdrrals in our clinic have to go

into our electronic medical record as an order. This then goes to our onsite/internal referral

LISNE2Y S K2 FAIdZNBE 2dzi GKS RSOFAfaz 3sSda I LI
withinsurance. UsuallytKk S&S GO0 ANIK (2 o NBFSNNIfAOL g2dzxZ R 0
where we type in the concern, and then the referral person figures out where the family should

A2 d¢

52002NJ LISNODSLIiAz2zYy 2F (GKS STTwedaadftheabovel KS&S NB
depending on the circumstances, we frequently have to use several approaches until the actual

evaluation takes place. This is one of the reasons why many evaluations happen late, the

process is complicated for families to navigate it® €

In addition to the process by which a referral is initiated, where doctors refer young children

with developmental concerns is variable. Some use the central intake phone number; others

refer directly to a El Program center. Even more will refer some children directly to a specific

type of therapy that they believe a child needs. Some refer to family support systems with

which they were familiar, such as Maternity Support Services or infant case management.

Medical provider understanding of whether they have actually connected a family with the El

Program was quite variable. The issue of what to do seems complex. One provider gave an

example of a speech concern and the stepwise way they tend to addressitd CA NR G ¢S R2 |
referral to hearing evaluation; once have that result, then we need a different referral and
process for speech. The evaluations are done in different places, by different processes. Itis
OdzYo SNE2YS> YR GF1Sa GAYS Iy RhotgeoMdiderinsds | &

the El Program,andsaysd ! y& OKAf R 0 KIF (0 giludNgGoghd/iddalwiiget | ye& 02
a comprehensive evaluation. If additional services are needed, they will ask us for additional

referrals, which we always authorize

G2 S NI T S NJI3Tihthexehtral$ for KingXoumty. It mostly works well. About 30% of
the time they do not connect with the family for some reason. It has been confusing to have the
GylrYySéeé 2F GKS tAyS G2 OFLftt asSSy G2 1SSL) OKIy3
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Table 1: Ways that doctors refer families to the Early Intervention Program

Referral process Ever used
Give the family a phone # 27% (3)
Call someone for the family to start a referral 36% (4)
Write out a written referral and give to the family 18% (2)
Write out a written referral and fax it/send it to someone 27% (3)
Provide case management/support to the family 0%

Refer families directly to a Birth-3 Center 36% (4)
Refer families directly to therapy services you think are needed (e.g. PT/OT/Speech) | 54% (6)
Use regular medical referral system 18% (2)

Doctors receive insufficient follow-up and information exchange after referrals to the Early
Intervention Program

Doctors report inconsistent follow-dzLJE. 2 NJ aKF NAYy 3 2F AYyF2NXIFGA2Yy >
to the El Program. In general, doctors do not receive any notification about whether a family

they referred scheduled or kept an appointment. This typically only occurs when a patient is
d0KSRdz SR FT2NJ I LI NIAOdzZ I NJ AaSNBAOS Fiywh R2SayQ
therapy appointments in a hospital setting. More commonly, doctors report d find out months

later that my referral went nowhere, i.e. the family did not follow through and I did not devise a

YSOKI yAayY 7T 2chidmidkatidnyfiers ARE sbeirare, with two doctors reporting

getting evaluation reports, but not being sure from whom they came. It is much more common

for doctors to receive reports from therapists; over 90% (10/11) report receiving these. Two

doctors (18%) report they occasionally get feedback from families about their EI Program

experiences.

Doctors are interested in further information and resources about the Early Intervention
Program

All doctors except one report wanting more information about the El Program. The physician

who said no felt that her colleagues needed it. A variety of types of information were desired,

with some doctors wanting all of the following, some only parts. Almost half (54% or 6) wanted

more information about how the Birth-3 system works. Information about how to make a

referral was desired by 45% (5). Doctors also express an interest in receiving more information

about what happened following a referral. Doctors would like a summary report of the initial
assessment(36%2 NJ n0T O2LIASa 2F (GKS OKAfRQA LC{t 0Oo0c2
services (45% or 5); and updates from therapists and service providers (36% or 4). One doctor

noted & would welcome more detailed information about the entire scope and limitations of

GKSANI &aSNBAOSa v
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Doctors have variable impressions about how well the Early Intervention Program currently
works

Several doctors felt unable to answer this question saying @ L | Y yoRdlL aRIZNSXG K| @S
Sy 2dzAaK SELIS NS 2QRpawinduch @8bdoRiEES éhy S R2 030G 2N 61 & GSNE
NEBLX BXRaYyQl (y26 Sy2dzaK Ethéckdaitound dndunfor@ndteld Y o I NN
LU4Y &L Ol fothdr @Goddrs2edphtdd Ebhcarns db&utthéw well the system works.

GThere is the perception of limited slots, sometimes there is difficulty with logistics of
FLILRAYGYSYGaz FyR O2YY dothe®dtatedtRaythe §ygetzlistdo 6 S a Y2 2
complex, and is hard to navigate. Still others noted that quality is variable. & ¢ KS S NI &
intervention system is quite spotty. (Our area) happens to be a bright spot because of a great

center and also a pro-active school system interested in reaching every eligible child as soon as

GKSe@ (dzNYy o® b2 adzOK f dzO] OheWocteraatedthatt@S oAy |y
system seems to work well for her. She believes this is because she has a good relationship with

the programs she uses, and has been in the community a long time. She also suspects she has

more time with patients than many practices; so more time to think about child development.

She does note that she has much more of a challenge once kids exit the El Program; as school

districts seem to have a higher threshold for services, and are far less user-friendly to doctors or

families.

52002NAR KI @S OKIFftftSyasSa NBfIFGS G2 Fftf (1AYyRA

¢ which seem like they should be simplecl NB KIF NR® 2 S 2y Qi 1y26 6KSN.
there is no single # to get to the program informationfortK S FI YA f & d¢ 52002N& |
knowing how to do a better job around El Program referrals, but they have a broader need for

R
R

connecting families to community services. They typically feel under informed and unable to
keep up with what resources are available, and how to help families access them.

Doctors have ideas to make it easier for them to refer families to the Early Intervention
Program

Doctors recognize many potential needs for training and systems change. This section reflects a
few of the spontaneous ideas suggested by physicians in the course of their interview. The
needs are large, varied, and ongoing.

GLY GKAa aidliSsy 6KSNB (GKSNB IINB a2 Ylye Ct
good job of reaching pediatricians, but have not gotten the message out to all the Family
Practitionersand mid-t S@St ad¢ O0¢CKSNB A& dzadzZ tteo y2 GA
within my organization. Also, this education needs to be ongoing, because good practice

is changing, for example, newwaystod ONB Sy F2NJ | dziAaY dé
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Doctor awareness and training

Doctors believe that increasing provider awareness and knowledge is vital, and they had several

suggestions for doing so. There was a strong belief that pediatricians, family doctors, and mid-

level practitioners (like nurse practitioners) all need to learn about the resources and how they

work. There were several requests for more information, particularly written or electronic

versions which could be put in office data bases, links to downloadable PDFs, etc. One doctor

emphasized having one website to find all the information. Several wanted electronic

O2YYdzy AOF GA2y as odzi YI ye ImdsdBgeswyulddobbéteatiby 2 O3S NI 2
most.

One doctor suggestedthatd | Y 22 NJ t w O také pliiceawihMmaifhés, Brivails,

Of AYAO GAaAGazr SO0 (2 3ISG AG 25versidoGorsNI RIF NJ 2 F
4dz33Sa0SR KI GAy3 a2YS2yS-AaBNDRDSEKS R BT OGS & K
clinic or an all-clinic meeting with providers. As anothernoted @ 1 KSNBX A& y20KAy3 f A
LJS NJ& Bhy/r@kationship building that could take place in a face-to-face encounter was also

thought to be very valuable. One doctor suggested covering a topic in a larger setting as well,

AGQR 6S IANBI G (2 KI (o$ital) abauaNGmapariculdriylgiven theK A £ RNB Y G
new recommendations about screening that the American Academy of Pediatrics just released.

The resources out there for serving kids with autism N aYe@ ad SNA2dzaé¢ G2 Yzali

System change

There was a common theme that the system is too complex and difficult to navigate, for

doctors and for families. For example, some doctors were aware of a central number to call for

intake, others were noll @ hy S R 32tk & dédtodis hakd aisBe&tfiE clearing house to

refer patients ¢ vs. individual local programs LIS NK | LJa G KS F2ff 2¢ dzL) ¢ 2 dzf
Another doctornotedthatd2 S NBFSNJ FlI YAT ASa G2 9Utm@yl GKS O
works well. About 30% of the time they do not connectwithti KS Tl YAt & TN 42YS N
R2O0U2NJ ¢l a4 KILILR 6AGK | aAy3atsS LRAyadG 2F O2ydl
portion of patients referred.

Case management

As demonstrated through many examples throughout this section, there are many reasons why

I NBEFSNNIf 6KAOK A& AYAGAFOGSR R2SayQid 3Sd 0O2vY
that there needed to be more assistance throughout the process for many families, typically

involving some more direct support and case management. The Kids Get Care program was

noted as a very successful model that was funded and staffed for about two years. One nurse

did case management for families in several primary care clinics serving children. It was

extremely helpful. The nurse set up systems and did in-services for providers related to early
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OKAf RK22R YR (2 W¥20dza 2F O2yOSNyaQ ¥F¥2NJ 2t RS
phone numbers to call; etc. It kept families moving through the process, and the providers
informed.

One doctor suggested a model that would be useful for low-income parents who struggle to

advocate for their kids. This model would have a nurse (or other provider) who could be the

AYGSNFI OS 0SG6SSy GKS SRdzOF A2y aeaitsSy FyR Of
like this that have been helpful, but not a permanent system. It was suggested that this could

be implemented in a larger clinic, or a person shared between clinics, perhaps do it regionally,

SoId WazzyYS2y S T akReXnows KfSn effe&ive indtEl fike thisNbele @nurse

in another community has a % time position doing this interface with the schools; serving all the

kids and providing case management as needed.
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Washington State Opportunities
Introduction

In order to inform this section, a series of interviews was held with people involved in efforts
which have impacted, or have the potential to impact, physicians and the Early Intervention
Program. Related documents were also reviewed. The efforts include Early Learning and Kids
Matter; the Medical Home Leadership Network; Washington State Pediatric Learning

/| 2t 102N GABSAT YARA DSO /I NBT and ®e&ChilY Heyfta
Act. Two of the individuals are pediatricians who work primarily in systems-changes efforts. The
interviewees are not El providers themselves, but they possess knowledge, experience, and
relationships which can help inform any future strategies implemented in King County. While it
was not possible to comprehensively review all the potential informants or programs fitting
these criteria, an attempt was made to address active efforts most likely to be potential
partners to support King County efforts in the near future.

Purpose

Within King County and across the state, there are many people, organizations, and efforts
which are relevant to the topics in this report. Any future strategies implemented in King
County will likely be most successful if they learn from, and collaboratively build upon, existing
and prior efforts. This section of the report is therefore intended to describe efforts in
Washington state related to systems and to physician primary care practice which might
inform, or actively partner with, future efforts to improve physician practices around
identification and referral of children with possible developmental delays. An attempt was
YIRS (2 dzy RSNBRGFIYR YR &adzyYlFINAT S (KSas$s
for connections moving forward. Interviewees were offered the opportunity to make
suggestions around the issues being addressed in this report, and some did so.

Early Learning and Kids Matter

Recent years have seen steadily increasing attention to the needs of young children and
FlLYAfASA dzyRSNJ GKS dzYoNBffl GSNX aSI NI e
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level agency called the Department of Early Learning was createdtod 6 NA Yy 3 @A AAOAf Al &

to early learning, along with the capacity to partner with the private sector to develop improved
early learning opportunities for children and their parents." (Department of Early Learning) The
new Department brought together the Division of Child Care and Early Learning, the Early
Childhood Education and Assistance Program (ECEAP), and the Early Reading First program.
Simultaneously in 2006, public and private funding partners joined to create Thrive by Five
Washington, a non-profit organization. Thrive by Five Washington, its partners, and its grantees
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work to promote community-based, market-driven solutions that will expand access to early
learning opportunities for all our state's children. Thrive by Five Washington will provide
support and information to parents and caregivers while working to ensure that all children
from birth to age five have access to excellent, affordable early learning, whether at home with
a parent or caregiver, in child care, or in a preschool. Governor Gregoire co-chairs the Board of
Thrive By Five Washington. (Thrive By Five Washington)

While fully reviewing the history and status of early learning efforts in Washington state is
beyond the scope of this report, it is important to note that this issue is currently a high priority
for Governor Gregoire, the state legislature, many state agencies, and high profile leaders in the
business and philanthropic sectors. The importance of early learning is based on research
demonstrating the science of early brain development, the capacities of very young children,
and the importance of nurturing relationships and high quality early experiences to support
optimal development for children. (Shonkoff & Phillips, 2000) Public policy and private sector
interests increasingly understand the data demonstrating significant economic returns received
by both individuals and society when investments are made to support the needs of young
children. Advocacy efforts around early learning public policy and program investments in
Washington state are increasingly engaging diverse champions for children, including law
enforcement, physicians, business leaders, and philanthropists. (Docs For Tots Washington
State), (Fight Crime Invest in Kids Washington)

While the creation of the Department of Early Learning and Thrive By Five Washington were

incredible milestones, they build upon a long history of advocacy for the needs of young

children. They also build on an increasing focus on school readiness in the context of early

childhood systems, as described in Kids Matter. (Kids Matter: Improving Outcomes for Children

in Washington State, 2005) Kids Matter is a Washington state early childhood systems building

framework which is informing many early childhood efforts, and is therefore relevant to this

report. The Kids Matter Executive Summary is the source document most relevant for review

bykiyd / 2dzydé adl(1SK2f RSNAT IyR 0KS NBOSyidteé RS
[ SENYAY3I [/ 2YYdzyAGASaed Aa || O2YLI yAzy R20dzyYSyi
Kids Matter. (Sells, 2007) Where descriptions from Kids Matter below are in quotations, the

text was drawn directly from this second document, with permission.

0Kids Matter is a collaborative and comprehensive strategic framework for building the early
childhood system in Washington State in order to improve outcomes for children. Kids Matter
offers a framework that supports the efforts of local and state stakeholders to coordinate,
collaborate and integrate efforts that will lead to children being healthy and ready for school.
Kids Matter identifies specific achievable outcomes within four goal areas: access to health
insurance and medical homes; mental health and social-emotional development; early care and
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education/child care; and parenting information and support. Cutting across and integrated

within each of these is a family support approach to achieving outcomes within the four goal
I NBI adé

GYAR& aldGSNIAa ollaSR 2y GKS LINBYAAS GKIFG | a
& @ a il SYa itagratidddccéssible,@nd supported by policies and financing is essential to

OKAf RNBYyQa KSIfdK yR a0K22f NBIRAySaao LG &
our current fragmented systems of services, to an overall system that works more effectively

F2NI FEYAEASadE 9FF2NI A& (2 AYLINROS aegadsSvya | NB
inter-NBf I i SR LINPOS&aasSay w{eaidisSvya hNHIYATAY3IQ |IYyR
AYLINRGAY I OKAf RNBY Q& tetvéntoy BsogranfaRoyhéeds dttknfidhini KS 9 I N
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those which facilitate collaborative and integrated system planning, implementation and

evaluation. Currently, many public and private systems and services are not designed to work

effectively with each other. The goal is to facilitate development of a statewide integrated,

early childhood system of systems; so that the parts of the system work well together from a

child and family perspective. Service Capacity Building efforts are those which build the capacity

of an effective early childhood system which includes the four goal areas of Kids Matter (health
insurance/medical home; social-emotional/mental health; early care and education/child care;

parenting information and support). Currently, there is insufficient capacity to meet the needs

of families for high quality services in many of these areas. The goal is to facilitate capacity

building of services within the early childhood system of systems; so that the services families

glyid I'yYyR ySSR INBE | 0O0SaaAroftsS (G2 (GKSY®E C2NJ Y
G!'y LYUNRRdAzOUGA@Bels, 2002 YARa al (00GSNWDE

In addition to the theoretical basis for finding Kids Matter useful, it is important to note there
have been two Kids Matter Awareness and Utilization Surveys. (Organizational Research
Services, 2006) (Organizational Research Services, 2007) d ¢ KS &S KI @S O2y FANXSR
awareness and familiarity with Kids Matter among early childhood stakeholders statewide. In
2007, 57% of the 470 respondents reported that the Kid Matter Framework had helped them to
develop new or different relationships, partnerships or collaborations. Respondents also agree
that the Kids Matter Framework will help organizations achieve positive outcomes for young
children and their families. They also give many concrete examples of how they have, or plan
to, use Kids Matter. The positive results of these surveys are important, because the more
widespread its use, the more likely Kids Matter will be effective in facilitating the desired

2dz0 02YSade

GYAR& al (4GS MNbsddSystémyg-chahglztra@wérks Kids Matter is about changing
systems in order to improve outcomes. Building from what science tells us, stakeholders
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collectively defined high-priority outcomes within each of the four goal areas. In keeping with

0 K §steMsapproach, desired outcomes were defined in three levels within each goal area:
System Changes, Parent and Caregiver Changes, and Child Changes. The Wi KS2 NB i@ T
GKFG AYLINRPGAY3I aeaiasSya oaeaiasSy OKkHiliy @ Seéet
OKA f RNB Y Q &t and GregRex chandedl), dhdbthis will in turn improve outcomes for
children (child changes). Collectively, these changes across all goal areas will help achieve the
2PSNIff 3F2Ff X GKFEG OKAfRNBY NS KSIfdkKe

GYARA al ((&dNkeRrS polNFedsSwhile kit development of Kids Matter
focused on defining outcomes, it recognized that key resources would be needed to implement
effective strategies which would in turn improve outcomes. In addition to system-building
initiatives and the many engaged partners and stakeholders needed to support change, Kids
Matter defined three overarching resource need areas: Infrastructure, Communication, and
Funding. In addition, stakeholders recognized that almost all potential strategies to implement
Kids Matter would require the development, promotion and implementation of new policies® €

Within each of the Goal areas of Kids Matter, there are desired outcomes and strategies which
are relevant to the Early Intervention Program. Table 2 demonstrates this, pulling out the
desired outcomes most directly related to the goals of the Early Intervention Program, and/or
related to physicians and medical homes. A complete list of outcomes can be found the Kids
Matter Executive Summary and the Introduction (Kids Matter: Improving Outcomes for
Children in Washington State, 2005), (Sells, 2007), but it is notable that about 75% of the Kids
Matter outcomes are in this table! In other words, there are many places that El Program goals
are integral to the goals expressed in Kids Matter. As King County moves forward with
strategies designed to improve physician referrals to the El Program, or to enhance the El
Program overall, it may help facilitate planning to connect strategies with Kids Matter
outcomes. Since communities across the state are using Kids Matter in their early learning
efforts, and this is being encouraged by the Department of Early Learning, Thrive By Five and
others, doing so may also make it easier for King County efforts to connect with and contribute
to statewide efforts.

Finally, the partnership effort called Kids Matter/Build continues to be led by the Department
of Health, the Foundation for Early Learning, and the Head-Start-State Collaboration Office in
the Department of Early Learning. The national Build Initiative is an effort of the Early
Childhood Funders Collaborative, a group of foundations actively supporting state efforts to
improve outcomes for young children. Kids Matter and Washington state are participating in
the national Build effort. Kids Matter/Build partners continue to promote and support the
development of early childhood systems using the Kids Matter framework. As this effort
continues, there may be increasing opportunities to pilot efforts to enhance linkages with the

Washington State Opportunities
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Early Intervention Program; to help communities learn from one another; and to use those

learnings to inform local and statewide policies and practices around Early Intervention and

medical homes.

Table 2

Kids Matter Desired Outcomes Related to Physicians & Early Intervention Programs

Goal areas A Health Insurance Social, Emotional | Early Education Parenting
and Medical Home | and Mental and Child Care information and
Desired Outcomes Health support
Increased

System Changes

Increased number
and percentage of
children who have
medical insurance

availability of
appropriate and
coordinated mental
health services for
children

Increased ability for
parents and
caregivers to access
community resources
and support

Increased ability for
parents and
caregivers to
access community
resources and

Parent/Caregiver
Changes

networks support networks
Increased
understanding of the
. Improved
importance of Increased

comprehensive health
care

Increased ability to
recognize an

emerging issue with

0 KSANI OKA ¢
development and
connect with
appropriate services

understanding and
practice of nurturing
behaviors to
LINEY23GS O
optimal social-
emotional
development and
mental health *

understanding of
what children need
for optimal health
and development
(physical, social-
emotional, cognitive
and language)

Increased knowledge
and skills to support
chif RNBy Qa
development

Child Changes

Increased number
and percentage of
children that receive
recommended
preventive care

Increased number
and percentage of
children who have
access to
comprehensive health
care

Increased number
and percentage of
children entering
kindergarten with
social-emotional
skills

Increased number
and percentage of
children entering
kindergarten healthy
and ready for school,
including:

1. physical well-
being, health and
motor development
2. social and
emotional
development

3. approaches toward
learning

4. cognition and
general knowledge,
and

5. language,
communication and
literacy

Increased number
and percentage of
children who live in
safe, stable and
supportive families
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The Washington State Medical Home Leadership Network

The Washington State Medical Home Leadership Network (MHLN) promotes and provides

practical support for medical homes --family-centered, comprehensive coordinated primary

health care-- for children and youth with special health care needs. The MHLN is composed of
volunteer, interdisciplinary parent-professional teams based in counties across the state;

project staff; and a broad range of organizational partners. There are currently 20 teams with

2P0SNJ dp YSYOSNEZI O20SNAYyIKSnYRR2iNKEcaarFifa|sd
population. While teams do not provide care to individual children as part of their work with

the MHLN, they do identify and carry out activities to address one or more unmet medical

home needs in their county. King County has a MHLN team. [Note: most of this paragraph is

taken verbatim from the MHLN website.] (Medical Home Leadership Network)

MHLN team members, staff, and partners have long been interested in the issues addressed in
this report. Across the state, and within counties, the MHLN has directly participated in efforts
to improve and facilitate physician referrals to the El Program, and to assure that families
receive needed services in connection with a medical home. The Medical Home website is an
excellent resource, providing relevant information for families, physicians and other providers.
While a complete review of the work of the MHLN is beyond the scope of this report, it is
important to note that the MHLN, both via the statewide staff and the King County Medical
Home team, is an important partner for any King County efforts designed to enhance referrals
to the El Program, particularly those relating to primary care physicians/medical homes.

The MHLN agrees that continual efforts to educate, engage, and support physicians around
referral of young children to the El Program is needed. Overall, there is an impression that the
system is still too complex, and that most doctors remain under informed. System changes
which make referral more automated or easier would be very helpful. Standardized referral
forms could be helpful to assure doctors provide needed information, and reduce the need for
follow up calls which slow the process. Improved communication between the El Program and
the referring provider, including information about evaluation outcomes and the plan for
services, would likely create a positive feedback loop that encourages doctors to refer to El.
The MHLN has experience from other counties where summary reports to doctors were found
to be very useful and well-received. Such efforts could be systematically implemented and
evaluated in King County.

The MHLN strongly recommends that purposeful efforts continually be made by the Family
wSaz2dzaNOSa /22NRAYFG2NI YR GKS 9L t N&3INFY (2
provider and medical home; no matter how the referral was initiated. Referral intake must

o]
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feedback loop. Even when families self refer, the El Program should seek their permission to
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share information with the primary care provider. El Programs should work under the

assumption that such communication will be beneficial to the child and family; and always

SyO2dzNF 3S FlIYAfASA (G2 aKFNB (dShavahfarddrondy | GA2Y &
many physicians, including those in King County, who feel that referring to El Programs is like
NEFSNNAY3I (2 | oftl Ol K2fSo ¢tKS& R2YyQl 1y26 ¢
referral. This lack of communication seems to be a huge barrier to doctors making this crucial

referraf @ ¢

The MHLN know that medical providers clearly need better information. The challenge is

providing the information in effective ways to increase knowledge and induce changes in

practice. The MHLN website already provides a lot of information, but most primary care

providers do not access that material currently. Potential ideas for sharing information

LINE I QUA@Ste AyOfdzRRS AyadAddziAy3a aNRGFGAY3I DNI
communities across the state that are tied into existing presentations which many primary care

providers attend, and through which they receive Continuing Medical Education credits. The

al[ b KSfLA LNRPOARS a/KAfR I SHfEGK b2GSazé GNRI
serving children with special needs. Many counties have regularly used these materials; King

County has only recently begun to do so via Public Health-Seattle and King County. This might

be one written direct-to-doctor venue for new outreach and education about El Programs. It

may be increasingly effective once physicians begin to recognize and use this new resource. In

general, MHLN experience demonstrates that true change will likely require face-to-face

encounters and practice specific training, not just written or web-based information.

Particularly when it comes to encouraging medical providers to implement standardized

developmental screening tools in their practices, experience has shown that doctors need fairly

extensive support to do this, such as through a pediatric learning collaborative (described in a

later section).

Ignoring for a moment the federal mandates around Early Intervention, and the rights of

families to such services; the author wanted to gain an understanding of the importance of

Early Intervention Program from the perspective a developmental pediatrician leading medical
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address what she considers to be complex issues.

1

e

Dr. TeKolste reports that the data are clear that more children with developmental needs will
be detected if early and continuous developmental screening is done with standardized
instruments. Therefore, we as a county and state need to move toward a system where this
screening occurs for all children. Secondly, because of the prevalence of multiple areas of
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developmental delay for many children with any concern, it is important that all children
referred for evaluation have a broader look at all their skills rather than one limited to a single
area, such as speech or motor. Optimally this would be done by one or more professionals
trained to assess development. The El Program is set up to perform just such an evaluation. At
the current time, the opportunity for most young children to obtain such a comprehensive
evaluation is through the El Program. Third, obtaining an evaluation and then receiving and
coordinating all needed services is very often a significant logistical challenge that families and
medical providers cannot navigate successfully without support. The El Program automatically
offers this care coordination via a Family Resources Coordinator, greatly increasing the chances
that a family can successfully navigate the system and receive the spectrum of needed services.
Provision of such care coordination services has been lacking in most other systems of care,
both because of differing priorities of care coordination determined by different programs, and
because of the frequent lack of reimbursement for such services.

¢CKS al[b A& AYUSNBAGSR Ay adzLIR2NIAYy3 STF2NI A
delays, and successful referral of children into the El Program. The staff believes that making
serious headway within King County, or across the state, requires thoughtful discussion,
strategic planning, and implementation through collaboration between multiple public and
private programs and interested parties. The MHLN also recognizes many of the challenges
expressed by El Providers elsewhere in this report, including the need to better understand
current referral patterns, current service provision by both the El Program and private
providers; current service capacity; and the potential to handle increased demands created by
an effective effort to increase referrals. Systematic goal setting and data collection to evaluate
efforts should take place. Finally, any new efforts should build from current and past efforts,
leveraging together multiple areas in the worlds of health care, early intervention, early
learning and family support.

Washington State Pediatric Learning Collaboratives

There is considerable national and local experience suggesting that it is very difficult for doctors
and medical systems to institute changes in the way they provide care. In Washington state,
we are fortunate to have Dr. Jim Stout, a pediatrician who has been at the forefront of practice
Quality Improvement efforts, particularly those which involve learning collaboratives. While a
thorough review of this topic is beyond the scope of this report, providing an overview of the
process and experience in Washington state as it relates to doctors and Early Intervention is
useful, and information obtained via an interview with Dr. Stout informed the following
summary.

A Learning Collaborative is a data-driven, structured, quality improvement process which
supports medical practices as they attempt to implement and measure practice change.

Washington State Opportunities



Medical Providers and the Birth to Three Early Intervention Program 53

Typically Learning Collaborative staff (like Dr. Stout and his team) direct and support the

LINE OS&da 6KAOK | ydzYoSNJ 2F YSRAOIT LINY OliAOSa
Key staff from each medical practice comes together for educational sessions about the

collaborative process, and about the topic of the change to be implemented. Practices are
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care and measures that will show whether changes are leading to improvement. They return to
their practices with a plan to implement small changes in ways that can be quickly implemented
and evaluated, and then repeatedly modify the process using locally collected data until the
desired changes are achieved. Throughout the process the practices are linked together to
learn from one another, such as through electronic list serves, email, and phone calls. Each site
receives direct support from the Collaborative staff through site visits and coaching calls.
Support is also given to implement a data registry. This provides practices with a way
implement a population-based approach, which provides proactive care via a prompting system
and tracks progress.

Of specific relevance to this report, Dr. Stout and his team have led Learning Collaboratives
including the implementation of developmental screening within medical practices in
Washington state. Within the education provided to the participating teams during the
collaborative process, one activity was deemed particularly helpful. A panel of people involved
with programs to which physicians might refer, including the El Program, presented to the
medical teams. Following the panel, the local Family Resources Coordinator from the El
Program met individually with the medical practice team, introducing herself and explaining her
role. This was extremely well received. According to Nicole Van Borkulo, who works with Dr.
Stout to implement the Collaboratives, one doctor reported that this meeting alone

GNB G2t dzii A 2 Yy A MS\Rn B¥rRulo heldeQtinthHB Sp@réach was effective
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information. She believes that this strategy could be helpful on its own, bringing IE staff into
clinics to share information and build relationships; and she suggests doing this in partnership
with the Medical Home teams (see previous section).

Originally funded through a separate process with inconsistent support; the Pediatric Learning
Collaboratives directed by Dr. Stout are now becoming part of the Washington State

Collaborative to Improve Health. (Washington State Collaborative to Improve Health) This now

connects Pediatric Learning Collaboratives to a long standing Quality Improvement process for
YEYyEF3Ay3d OKNRYAO RA&ASIFAS Ay FTRdz G YSRAOAYSO®
three focus areas: asthma, overweight prevention and treatment, and medical home. The

medical home track may address issues related to Early Intervention. It is hoped that

connecting funding and support for Pediatric Learning Collaboratives to a fairly consistent state-
supported process for adult medicine will help sustain these Quality Improvement efforts over
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time. It is possible that future Pediatric Learning Collaboratives could be used to improve
physician practices around the Early Intervention Program.

YARA DSG /FNB yR (KS Xtagvad / 2dzyieé / KAt RNBYyQa

Under the auspices of Public Health-Seattle and King County, the Kids Get Care (KGC) program

was tremendously effective in increasing access to primary care for low income children. (Kids

Get Care) BuiltonamodeltK I G Sy O2dzNF 3SR a3SGdGAy3a {1 ARa Aydz
insurance eligibility later, the program worked closely with multiple medical practices. This

effort made significant use of community outreach by public health nurses and others, teaching
thebad A Oa 2F f221Ay3 F2N) RS@St2LIYSyidlf |yR 2NJIf
encouraging families to get children into care. Onsite KGC staff helped practices connect with,

engage, and enroll families into insurance and care. Kids Get Care also focused on preventive

and comprehensive care, supporting model practices to integrate and co-locate medical, dental

and mental health services whenever possible. Funded for multiple years through federal

grants, Kids Get Care was well received by many practices, who appreciated the staff and

technical support KGC provided to help them change their practices, and care for more children
comprehensively.

¢tKS YARAa DSO /FNB LINRBPBINIY KIFIa S@2t SR Ayildz2 &z
Initiative. (Children's Health Initiative) Funded through both county and private dollars, the CHI

is expanding access to health insurance and connecting families with quality care which

includes prevention. CHI is working with practices on quality improvement strategies, and

would like to increase the routine use of standardized developmental screening tools.

t F NOYSNAY3I gAGK YR o0dzAf RAY3 FNRY GKS adlFdSea
into a medical home (see next section), the CHI is a potential partner for any new efforts to

enhance physician practices around developmental assessment and referral to the Early

Intervention Program. CHI staff is well versed in current state level efforts to expand

developmental screening within primary care, including funding strategies and health care

policy implications. CHI staff was previously very involved with the Pediatric Learning

Collaboratives described earlier, as they partnered in the early efforts to implement

developmental screening in primary care offices. Therefore, the CHI understands that

significant behavior change will only occur through specific support for, and strategic

implementation of, training for pediatric providers. Lisa Podell, manager of the CHI, believes

that there could be a role for King County to implement and evaluate pilot training strategies

which build from the learnings of the Collaboratives.
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The Washington State Child Health Care Act

CAylLttes (GKS adladS tS@gSt LRtAOe STFF2NIa G2 al
timely and very appropriate opportunities for efforts to improve the physician practice of
developmental screening and referral to the Early Intervention Program. The passage of SSB
5093, the Child Health Care Act, in 2007 highlights this potential. (Senate Bill 5093 - 2007-08
Concerning access to health care services for children.) This bill substantially broadens the
original goal ¢ moving from simple health insurance coverage, to assuring that all children have
access to care within a Medical Home. The implementation of the Act also addresses the
definition of a medical home, and begins the discussion about how quality care in a medical
home can be implemented, measured, and rewarded. The bill required a report to the
legislature outlining the strategies to be implemented and associated performance measures.
That report, just issued on November 30, 2007, and information from one of the key
participants in its development, Kirsten Wysen, informed the following sections.

¢tKS / KAfRNByQa | SIfGKOFINBE LYLINRO@SYSYy:G {@aidSy
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access, increased primary care payments and called for system changes to assure that all

children get regular care from a Medical Home. Expansion of access and more funding are good

first steps in improving health care services for children. Improved infrastructure, performance

accountability and a pulse on consumer wants and needs are also important to create an

improved system of cared @Vashington State Department of Social & Health Services, Health

and Recovery Services Adminstration, Division of Health Care Services, 2007)

The CHIS Report lays out a five-year plan to assure the delivery of care within a medical home.
Particularly relevant to this report is the specific inclusion of developmental screening as part of
a medical home. The goals outlined in the CHIS Report for the years 2009-2010 include
increasing reimbursement to providers who use billing codes associated with standardized
developmental screening tools. Providers will be reimbursed for using these tools to increase
the early identification and intervention for developmental and behavioral delays. In addition,
clinicswilf 6S Sy O02dzNy 3SR G2 LI NOAOALI OGS Ay | OKAf RI
and can be provided with other technical assistance to facilitate practice change. By 2011,
practices will be required to adhere to at least two practice clinical guidelines, such as
developmental screening. Therefore this CHIS Report recommends policies and
reimbursements strategies which will encourage and support doctors doing development
screening, and participating in the quality improvement activities which help them do so. These
are some of the very activities described and recommended in other sections of this report.
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The CHIS Report also describes the vital importance of educating the medical provider

community. @ { dzZOOSaaFdzZ Y2RSf ax &daikmadnaedbiykh& / KNRB Yy A O
Department of Health, academic detailing (e.g. visiting medical practices and sharing

information), and novel approaches to education such as web-based training, are avenues for

RS@St 2 LAY 3 LINE EhAIR S\HIY rgpariadkriouleddasdigectly the importance

of connecting various efforts and systems together to achieve improved outcomes for children.

oThe CHIS is a piece of a larger puzzle that involves improvements in public health, early

learning, family education and continuous health care coverage. The workgroup believes that

CHIS is a necessary piece of the foundation to improve the health of young children in

Washington State.& ¢Kdzda GKS /1 L{ wSLBZ2NI RANEBwhére & dzLJILJ?
in this report; including the leveraging of child health, early learning, and family support efforts

together to improve outcomes for children across Washington state.
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Review of the Literature: Developmental Services and Systems Change

"Children’s success both in school and later in life depends on the quality of their early
experiences and the ability of their parents and caretakers to anticipate and meet their
developmental needs. Through regular contact with parents and young children, child health
care providers can foster positive parenting behaviors, help to promote optimal development,
and initiate early intervention when problems appear imminent” (Commonwealth Fund, 2007)

Introduction

The efforts in King County and Washington State around engagement of doctors in early
intervention occur in the context of growing interest in this issue around the country. With the
use of the Internet, it is possible to go to major sources, like the Commonwealth Fund and the
American Academy of Pediatrics, and relatively quickly download stacks of articles intended to
inform processes to improve the identification of children with developmental delays. For the
purposes of this report, more than 25 articles, summaries, and policy papers were reviewed.
This section of the report will provide an overview of key concepts, experience and
recommendations culled from these materials. The purpose is not to summarize or cite all that
is available, but to bring key elements from this literature forward in practical ways to inform
potential actions in King County and Washington state.

The need to improve identification and referral of children

While the complete case for change will not be reviewed in detail here, it is worth noting some

of the basic statistics. It is estimated nationally that between 12-16% children have

RSOSt 2LIYSy il fonlydNeRhird ofth6se SusudilyBtiiose with the most obvious

conditions care identified in pediatricpraO G A OSa LINJA 2 Ndalfor2 Inkdlds, K2aghd & Sy (0 NB £
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developmental and psychological surveillance, screening for health risks, or anticipatory

guidance.€ (Chung, Lee, Morrison, & Schuster, 2006) According to the 2000 National Survey on
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being assessed during a pediatric visit. (Halfon, Inkelas, Abrams, & Stevens, 2005) While

understanding the situation is complex, overall the literature, and those professionals most

involved with developmental issues, agree that 1) not enough children are being detected and

referred in the early years of life; 2) many children are not experiencing the developmental

surveillance and screening that is needed to identify those needing further assessment; and 3)

pediatric health care practitioners are not playing as large a role in this process as they could or

should.
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Parents continue to express the need for support around developmental issues

In order to inform efforts to partner with parents around developmental issues, a 3-state
survey of parents of children enrolled in Medicaid (including Washington state parents) was
conducteddza A y 3 (ifig Sealthy DA\BIOGReitt Survey-plus.€ (Bethell, Peck, Abrams,
Halfon, Sareen, & Collins, 2002) This survey of 1900 parents/630 per state provided
information about what preventive and developmental services children on Medicaid received,
and their quality. The key findings of this study were that & Isignificant number of children are
at risk for developmental, behavioral and/or social delays; few children receive recommended
comprehensive preventive and developmental services; parents have concerns that are not
addressed by pediatric clinicians; and having a personal pediatric clinician or nurse makes a
RA T F S MNdsliiodaBydrise survey found that children at risk for developmental or behavior
delay were significantly less likely than those less at risk to receive comprehensive services
(14% vs. 25%).

Primary care physicians can provide several types of Developmental Services

If we agree that physicians can play an important role with families around child development,
do we know what we want them to do? Some might say it is simple ¢ just get doctors to refer
families with any concerns to early intervention. While referrals are an important task for
doctors, the potential roles of physicians with families are more complex, and have the
potential for positive developmental impact in a number of ways. Halfon describes what is
needed as Developmental Services, RS F A Y SR ivaipediattidNdsyigeS fyciised on
2LIGAYAT Ay3 KS I {HEK@InkdRS A&rhs2RLSPévBny, B0d5§ Doctors routinely
engage in well child care, and developmental services should be integrated within that setting.
The four components of Developmental Services are:

Assessment to identify developmental risks and problems

Education for parents on child development and promoting learning (commonly known by
doctors as anticipatory guidance or health supervision)

Intervention for developmental concerns, either within the practice or by specialists or
community programs (this is where early intervention services would fit)

Coordination of intervention and treatment services, including referral and follow up
(including early intervention)

The typical primary care approach to developmental surveillance is not identifying children
adequately

GwSOSyili aiddzRASE SYLKIaAT S GKS AYLRNIFIYyOS 27
SYGANRYYSYlG 2y OKAf iRNBoaQEconRSTeSenedddSy G £ | YR

Research Review: Developmental Care and Systems Change



Medical Providers and the Birth to Three Early Intervention Program 59

adaptability of the brain in the first three years of life means that early treatment of delays

leads to improved outcomes, whereas later intervention is less effective. In order to provide
treatment to improve childrenQa 2 dzi O2YSazX SI NI & ARSYUGAFAOFIGAZY
Impairments (i.e., vision and hearing problems) is critical. (Sices, 2007)

Despite the case for early detection and referral of children with developmental concerns, a

December 2007 review of current practice around developmental screening in primary care

demonstrates continued minimal use of standardized developmental screening tools. The

national rate of referrals for early intervention is at best 20% of the expected prevalence of

developmental issues appropriate for referral. Because physicians see most children for

multiple preventive visits during the first three years of life, primary care providers have the

most regular access to children and families; and thusthe 2 LILJ2 NIidzy A i& G2 | daSaa
development. While most physicians do not routinely use developmental screening tools;

recent policy statements from the American Academy of Pediatrics recommend them; so it is

hoped this will help increase their routine use in primary care. (See later section)

The report makes a number of recommendations to promote early identification of
developmental delays in young children:

1. Conduct research to understand the reasons for the gap between the prevalence of
developmental conditions and their identification, document the effectiveness of
LIKEAAOALFYyAaQ RS@OSt2LIVSYyGlrt Y2y AUu2NRAY3 | yR
and address any negative consequences of developmental screening.

Q¢

2. Address financial, educational, and other barriers to the use of developmental
screening tools by physicians to increase their use

3. Train residents in pediatrics and family medicine to use developmental screening tools
as part of the routine care of pediatric patients,

4. Develop high-quality screening tools which are available at no cost, and are compatible
with electronic medical records.

5. Develop communication models need to help physicians discuss developmental
screening test results with families.

6. Adding a 30-month preventive care visit to increase the number of opportunities to
provide developmental screening and identify developmental delays at a critical time in
@2dzy3 OKAf RNBYyQa RSO@OSt2LISyio

7. Replicate successful models to promote developmental screening

8. Conduct federal and state level planning to anticipate and provide sufficient resources
for the increase in evaluation and treatment capacity that will result when systematic
developmental screening identifies a greater numbers of children with developmental
delays.
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It is difficult for doctors to change patterns of care around child development

Reviewing the articles and talking with parents make it seem obvious that it is important for
doctors to play a bigger role in making sure children receive appropriate developmental
services. Many parents and non-medical personnel frequently express frustration about the
OdZNNBy il aAldzr A2y YR 62yYRSN) d2 Ké R2yQi
AlG Aay Qi &ifitwere, thidgs woWdlbe/dilif&ent. A review of the literature presents
many of the barriers reported by physicians. A better understanding of some of these issues
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will help inform processes and supports needed to inspire change within medical practices.

Many articles and surveys provide information about the barriers doctors see as limiting their
ability to improve developmental care. (Commonwealth Fund, 2007) (Chung, Lee, Morrison, &
Schuster, 2006) (Regalado & Halfon, 2001) (Halfon, Inkelas, Abrams, & Stevens, 2005) Given
that doctors provide developmental services within the practice setting, and particularly within
well child care, issues which impact the ability of doctors to perform high quality preventive
services in general will impact developmental services. Common barriers to high quality
preventive care often cited include: lack of continuity between provider and child/family,
limited time within visits, and limited reimbursement for preventive services. In other words,
doctors do not know children and families as well as they would like to, the time they spend
with patients is too short, and insurance payment structures have often tended to favor sick
visits over well-child care. When it comes to development specifically, doctors additionally
report that they are not as well trained in child development as they would like to be; they do
often do not know how to use developmental screening instruments, lack the staff and
processes to implement them, and are unable to receive payment for the added services; and
that their communities often lack the resources to support families if they do identify needs.

Doctors and preventive care systems provide a way to reach many children
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pediatric clinicians are in a unique position to ensure that children get the healthy start they
deserve.€ (Bethell, Peck, Abrams, Halfon, Sareen, & Collins, 2002)

Despite the challenges of improving the provision of developmental services within the medical

setting, doctors are likely to be the most common point of contact for families with young

children. Therefore, improving services in these settings is likely to have an impact on the vast

majority of children and families. Further, improving systems specifically within practices

serving children whose insurance is provided by Medicaid is likely to be important. This is true

for several reasons. The Early and Periodic Screening, Diagnosis and Treatment (EPSDT)

provisions of Medicaid @ T 2 Odza 2y -PhysidN&ghitive, yo&ab dRdiemotional ¢ and
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25% of all children are served by Medicaid. In Washington state, about 50% of all children

under the age of 6 are served by Medicaid. (Washington State Department of Social & Health

Services, Health and Recovery Services Adminstration, Division of Health Care Services, 2006)

Thus, enhancing the quality of developmental services for those on Medicaid will impact almost

half of young children in our state; and likely include many of those considered most at risk for

developmental, behavioral, or social delay.

Pediatric practice guidelines only recently began recommending formal developmental
screening

It is important to understand that it is only recently that the American Academy of Pediatrics

(AAP) formally endorsed the stance that standardized developmental screening tools should be
NRdziAySte dzaSR Ay LINAYI NE OF NBo LY wnncx GKS
infants and young children with developmental disorders in the medical home: an algorithm for
developmental surveillance and screening® @\merican Academy of Pediatrics, 2006) The policy

statement is relatively complex and lays out the various roles for physicians. Clear distinctions
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children who may be at risk of developmental delays, (2) screening, the use of standardized

tools to identify and refine that recognized risk, and (3) evaluation, a complex process aimed at

identifying specific developmental disorders that are affectingachilddé¢ ¢ KS L2t A O0& al @&
surveillance should be incorporated into every well-child visit; and that standardized screening

tools should be used for all children at the 9-, 18-, and 30-month visits. Since the release of this

guideline there has been increasing awareness of these issues, but there are still substantial

barriers to its full implementation in most practices.

Just two months ago, the AAP released acliniOF f NB L2 NI a¢KS ARSYUGAFAOI G
children with autism spectrum disorders,€ a more than 30-page document. (American Academy

of Pediatrics,2007) L4 ¢l a NBfSIFASR Ff2y3aARS i ! dziAAY @&
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Autism Spectrum Disorders, and the accompanying understandable concern of parents and the

public, has heightened attention to this report. Within the many recommendations is a

reaffirmation of the previous policy statement around developmental screening, and the

additional recommendation to administer an autism-specific screening tool at the 18 and 24

month visits. There is recognition by the AAP and its members that implementation of these
recommendations will require training, support, and reimbursement.
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States are working with physicians to improve the quality of children's health care.
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developmental services, is a complex, multi-systems change process. There are national efforts

to support public-private collaborations which enhance quality across states. A recent article

reviewed the efforts of five states, including Washington, and summarized the findings.

(Pelletier, 2006) Several different models were used to implement change, including pediatric

learning collaboratives, which were described earlier. From these efforts evolved some lessons

which can help inform future efforts to impact systems changes with physicians to improve

health care for children.

Five common lessons were identified:

1) Involve physicians in all aspects of development and implementation

2) Keep the needs and interests of providers central

3) Help physicians connect with community resource agencies as part of the process

4) Start with a small group of physicians or practices, track progress, improve processes,
and build both support and demand for the work; and

5) Build flexibility into efforts to meet the needs of different practices

States are working with physicians to promote children's healthy mental development
The consortium known as ABCD llwas @ T 2 NY S R (v@state3MBh@r oRpSrturfity\to
develop and test strategies for improving the care of young children at risk for or with social or
emotional development delays, especially those in need of preventive or early intervention
& S NIJ XKay8, 20a6§ The projects promoted pediatric use of validated screening tools and
helped providers integrate the tools into their practices; identified and facilitated appropriate
referral to follow up services; and identified and addressed policy barriers. They accomplished
this through the formation of partnerships and the use of quality improvement strategies.
While this effort focused specifically on social-emotional development, the activities and
lessons learned are relevant to early child development generally. The projects demonstrated
that standardized screening tools can help ensure healthy development; that screening must be
accompanied by access to follow up services; and that project demonstrations can inspire and
test policy change. In the process, states learnedthatd RS @St 2 LAYy 3 & dzOO0S & & T dz
a
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Strategies for improving the quality of preventive health care and developmental services
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standards and tools, improved pediatric training, an enhanced reimbursement system, quality
improvement initiatives, and heightened parental involvement and awareness will be necessary
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The need for improvement in preventive health care and associated outcomes is clear; but the
process to get from here to there is far from simple. This article reviews the issues and
presents six recommendations which are important to the goal of optimizing child
development.

Implement routine use of standardized developmental assessment tools
Create a community-wide, comprehensive infrastructure

Measure and compare quality of developmental services

Create public-private quality improvement partnerships

Provide adequate reimbursement for developmental services

oA wWwN R

Raise parents expectations

Each of these recommendations is complex within itself. For example, implementing routine

standardized developmental assessment tools requires practices to integrate a way to elicit

parent concerns and to assess children; and then to use those results to guide interactions with

parents. The assessment process has two parts- screening to identify children with risk for
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community level there must be an effective system for the comprehensive assessments, as well

as for the provision of any needed services. The article points out the importance, and

challenges, of effectively engaging physicians in the whole process. ¢! 1 S& adSLI Ay YI ]
referral system work is convincing pediatric professionals, especially pediatricians, to use it.

Pediatric providers must be aware of resources and confident in the services provided before

they will readily refer their patients. Putting together a directory of available agencies is not

enough; building trusting relationships between medical and community providers is critical to a
O2YYdzyAlled 6 A RS &(RBabiodl, BIREIS3,Abrainez& SeGed s 2 0DE)

Another article specifically addresses strengthening childhood development services in the
health care system (ref 18), describing how promising practices to improve child development
services are being implemented at three levels: primary care, community, and state. Within
primary care settings, efforts are occurring to improves practices internally, and to build
connections with community systems and services. At the community level agencies can serve
as a bridge between state programs and policies and what occurs in primary care offices. This
might include creating linkages between providers to strengthen child development services
and referral mechanisms; strengthening tracking and assessments systems; educating health
providers about community early childhood development resources; and improving referral
and feedback loops between agencies and providers. State level efforts and policies can
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support community efforts. For example, they can help inspire and support new child
development service practice models at the community level. They can also facilitate training
and continuing education on early childhood development and related services for health
providers, community agencies, and others.

The importance of linkage, beyond just referral
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to needed services and supports while also staying connected to the child. More specifically,

linkage indicates the act of connecting the child and family to needed developmental services
FYR adzZLILI2 NI az oKSGOKSNI gA 0 KFng& MeferS2006JNI OG A OS &S

The authors reviewed experiences with linkage in communities and states, and organizes the
linkage strategies into three broad categories.

Practice-Wide Systems Change describes strategies that transform the way practices are

organized to deliver developmental care. Examples include developmental screening and
referral to follow up systems; and improving practice through quality improvement/systems
change processes.

Service Provider Partnerships describe strategies that strengthen the relationship between

pediatric practices and existing community services. Examples include collocation of services,
and improved networking and information sharing to assess system gaps and collaborate to
address them.

Community-Wide Systems Change describes strategies that enhance or transform existing

community or state systems of care. Examples include new community or statewide programs
that improve linkage and fill gaps in needed developmental services, such as centralized
referral/linkage resources; and system wide developmental training programs for primary care
practices which enhance developmental expertise, introduce practice-wide systems change
approaches, and emphasize the importance of linking to other community services and
systems.

The report concludes with seven recommendations for enhancing developmental care linkages

in communities, states, and nationwide:

1. Use quality improvement strategies at the practice level.
Adapt well-child care systems to increasingly promote healthy child development.
Engage professional associations and umbrella agencies to identify and link
developmental resources within communities.

Research Review: Developmental Care and Systems Change



Medical Providers and the Birth to Three Early Intervention Program 65

4. Promote co-location of public services with pediatric practices, and other innovative
and cost-effective ways to maximize the effective use of developmental care resources

5. Promote mid-level (non-physician) developmental assessment and referral/linkage
capacity at the community or regional level.

6. Support training for pediatricians and other primary care providers to help them
implement practice-based systems change for developmental care.

7. ldentify and promote key policy changes, including those that improve financing and
sustainability of community systems for developmental care.

Help Me Growan example of a comprehensive linkage model

While the components of developmental care described thus far seem very comprehensive,

Connecticut has led the states in providing a single point of entry which takes referral to the

next step, assuring that families are connected to all needed services. The program, called Help

Me Grow (HMG) dtrains and supports pediatric practitioners in screening and assessing
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children and their parents with needed services through a centralized referral and case

YI yI 3SYSy {(Dworkidg BognyCdréy, & Honigfeld, 2006) Provider trainings are

individualized to meet the needs of practices. ¢ ¢ KS Y2 ald STFSOGADS (NI AYA)
simple message and tailored to individual practices. HMG trainers make short presentations in
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involve the entire office team, including nurses, doctors and receptionists; and emphasize office-
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process of connecting families to resources by offering a single point of entry to the system via

toll free line; and then providing dedicated staff to make connections between families and
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the community.€ The model has been extremely successful in improving referrals; and

moderately so in improving developmental screening in the office setting.

Policy implications for improving child development services

Many of the recommended system changes described in this report have connections to
federal, state and local policies or practices. Another summary article describes state policies
from eight states, including Washington, which have impacted child development services.
(Kaye, May, & Abrams, 2006) The eight ABCD states participated in a learning consortium with
two main objectives: 1) Improve the identification of young children with or at risk for
developmental delays by promoting the use of an objective, standardized screening tool; 2)
Improve familA S& Q | O O Sifsdrvicés Anclibiggfaskeddient, referral and care
coordination. The policy changes used within the states could be summarized in three areas:
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program coverage, reimbursement, and performance. Improving program coverage often

related to insurance eligibility and benefits. Within Washington state new well child encounter

forms were created to help structure developmental surveillance by providers. Improving

reimbursement included reimbursing primary care providers for doing developmental

screening, and providing financial incentives to health plans for increasing use of

developmental screening tools. Efforts to improve performance, or quality of care, included

creating standards; implementing quality improvement projects to support referral and/or
O22NRAYIlIGA2Y 2F OFNBX YR Wdzyodzy Rt AyaQ LINROSR
possible to track progress. Reviewing the eight states generated a list of four factors which

seemed to help ensure success:

Success factors

9 A strategic plan (clarity about goals, objectives, policy priorities)

9 Broad stakeholder participation (all agencies)

1 Grounding proposed improvements in experience (pilot test w/ local physician practices;
collect data to show progress over time)

9 Creating opportunity (build on complementary state and local initiatives)
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Summary

The Early Intervention Program described in this report is a complex system involving federal,
state and local regulations. The Infant Toddler Early Intervention Program in Washington State
contracts with the King County Early Intervention Program to provide services locally. Medical
Providers are mandated to refer families to El systems appropriately, and to advise families of
their rights. The King County Early Intervention Program contracts with local agencies to
provide services to families, and many of these El providers informed this report, sharing the
complex process from referral through to a complete Individualized Family Service Plan. The El
Program has many strengths, most notably the passion of all the people involved in caring for
children. This report focuses on areas for potential improvement, calling on the collective
wisdom of those on the ground, setting the stage for the potential to serve even more children
and families effectively.

Early Intervention Provider Perspectives

Early Intervention contractors believe some children are being referred too late, and describe a
complex situation with incomplete data. El providers have theories for why referral numbers
may be lower than desired. They believe that some children are not being referred in a timely
fashion (true late referrals), some are not deemed eligible for services once they are referred,
some are being referred to services that are not included in the ITEIP data, some are being
referred to the El system after receiving services in a private setting, and some children are
being served without having their data included in the ITEIP system. El Providers believe that it
is imperative that King County gain a true understanding of this situation as part of the overall
strategy to improve referrals.

Early Intervention Providers believe that doctors can be good partners, and that doctors have a
role in improving the El referral process. Early Intervention providers have variable levels of
interaction and communication with doctors around their services, both generally, and around
specific children and families. While most El Providers believe that direct outreach to doctors
would facilitate information sharing, build relationships, and encourage referrals; few currently
do this outreach; most often due to staffing restraints. Most El Providers report
communication with doctors around referral intake, though few have formalized referral
support processes, such as referral forms. Many El Providers report communicate with doctors
after a child has been evaluated, but these processes are not consistent; with some using
specific follow up forms to streamline communication processes. Similarly many El Providers
report communicating with doctors after Individualized Family Service Plans are complete. They
believe the full reports are cumbersome, and that a summary would be more helpful to
doctors. However, many do have the staffing to create such a summary themselves.

Summary
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El providers believe that doctors need a better understanding of the El system and how it
works, and have ideas to encourage and support appropriate referrals from doctors. Providers
would like to see a collaborative approach to educating physicians, with some pieces being led
centrally by King County; and others by El Providers in direct face-to-face interactions with
Medical Providers. El Providers believe there is a need for specific strategies which educate
doctors countywide about the El Program. They do not think doctors understand the difference
between the El Program and other services; and believe that educational efforts should provide
a basic understanding about who should be referred, the comprehensive evaluation process,
the creation of the IFSP, the provision of services in Natural Environments, and the role of
Family Resources Coordinators. El Providers experience demonstrates that developing personal
relationships with physicians enhances referrals, and they would pursue this if staffing would
allow. El Providers also recognize that their systems could more effectively communicate with
LK@ aAOAlFya GKNRdAAK2dzi GKS LINROS&da 2F Ly AYRAQ
and that procedures (like summary reports and other forms) might enhance relationships and
future referrals.

While El Providers believe the El Program provides many needed services to families, they also
recognize areas where system change could help them more effectively serve families. They
spontaneously noted needs for themselves or the system in the following areas: baseline
referral data at the population level; ITEIP computer/data system issues; eligibility
determination; service capacity; payment for services; staff training; program quality
measurement and improvement; competition and collaboration; school district involvement;
and system financing.

El Providers are interested in improving the El Program overall and offer several specific
suggestions. They suggest methods for better assessing referral and service rates, and
improving data sources. They would like technical assistance around eligibility generally to
assure consistency across programs; and specifically around young children and premature
infants. They believe there is a need to document current and predicted capacity needs for the
programs, and for the system as a whole. Anticipating and planning for the impact of increasing
referrals is needed before significant effort to increase referrals are implemented.

Medical Provider Perspectives

Doctors share many the same views as Early Intervention Providers. They believe that that
some children are being referred too late to the Early Intervention Program. They believe they
are partly responsible for late referrals, and that they have a role in improving the process.
Most doctors and clinics refer families to the Early Intervention Program, but doctors do not
understand the Early Intervention Program well. Specifically, doctors are not familiar with the
role of Family Resources Coordinators (FRCs) or with Individualized Family Service Plans (IFSPs).
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Doctors and clinics make referrals to the Early Intervention Program in a variety of ways, and
many do not know about the central referral option, or what procedures the Program would
prefer.

Once doctors do refer to the El Program, they receive insufficient follow-up and information
exchange about the child and family. Doctors would like to know if patients they refer make an
appointment, and the results of an evaluation. They want to know what services are
recommended, and if the family participates in them. Doctors see many times when families
have difficulty following through, and believe that further information sharing between
themselves and the El Program would help increase the likelihood that families can complete
the process. Doctors are interested in further information and resources about the Early
Intervention Program, and in general do not feel they know how well the Program works.

Doctors have ideas to make it easier for them to refer families to the Early Intervention
Program. They are interested in educational efforts which increase their understanding and
awareness of the program, how it works, and what they should expect. While many would
welcome access to written and electronic information, they believe they would benefit most
FNRY AYy LISNER2Y GAYy &aSNWAOSaé¢ o6& GKS 9L t NRINI
own understanding, doctors believe that the system is overly complex and difficult to access,
and that system changes may be needed to assure effective referral and evaluation processes
and high quality services. Perhaps most importantly, many see a huge need for direct support
to families throughout the process, a case management approach which walks the families
through the process from start to finish. Since doctors are not familiar with FRCs, it may be that
what they hope for already exists; but they are simply under-utilizing the system.

Washington State Opportunities

The Early Intervention Program and efforts to engage physicians more effectively with it have
considerable opportunities to engage with other relevant efforts in Washington state. Doing so
will allow the El Program to leverage existing interest in young children and strategies to
improve outcomes. The momentum around Early Learning and the Kids Matter framework offer
opportunities to see connections between systems, and to define strategies around desired
outcomes being used across the state. The Washington State Medical Home Leadership
Network has connections with physicians, extensive knowledge about this subject area, and an
interest in the same outcomes. The Washington State Pediatric Learning Collaboratives have
specifically implemented Quality Improvement strategies around Developmental screening, and
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screening and services, provide both relevant experience and potential future opportunities for
direct partnerships to implement strategies within King County. Finally, the Washington State
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Child Health Care Act provides very direct policy and funding opportunities around medical
home and developmental screening.

The King County Early Intervention Program would be wise to build partnerships with many, if
not all, of these efforts. Doing so can help facilitate more comprehensive strategies, and
potentially tap into other funding sources and opportunities to leverage policy and positive
outcomes in as systemic way. The King County Interagency Coordinating Council, the King
County Board for Developmental Disabilities and SOAR can encourage such partnerships, and
provide leadership for system improvement processes.

Review of the Literature: Developmental Services and Systems Change

There vast size of the body of literature relevant to this report confirms both the need for, and
the complexity of, creating systemic change around Early Intervention services, including the
role of physicians. Parents continue to express the need for support around developmental
issues. Despite the challenges, primary care physicians have a significant role to play around
child development, particularly given their ready access to most young children. Unfortunately,
the typical primary care physician approach to developmental surveillance is not identifying
children early enough, and there are many practices barriers to change, including lack of
continuity, time constraints, and reimbursement issues.
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Assessment-to identify developmental risks and problems, Education for parents on child

development and promoting learning, Intervention for developmental concerns, and

Coordination of needed services. From a developmental perspective, doctors are generally not

as well-trained in child development as they would like to be, including lack of comfort with

standardized developmental screening tools. Pediatric practice guidelines only recently began
recommending formal developmental screening. There is broad recognition that education and

quality improvement support is needed in order for doctors to embrace needed change around

developmental services.

States are working with physicians to improve the quality of children's health care. There is
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developmental services, is a complex, multi-systems change process. Important lessons to keep

in mind in instituting change efforts are to: involve physicians in all aspects of development

and implementation, keep the needs and interests of providers central, help physicians connect

with community resource agencies, start with a small group of physicians or practices, and build

flexibility into efforts. States are also working with physicians to promote children's healthy

mental development; demonstrating that standardized screening tools can help ensure healthy
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development; that screening must be accompanied by access to follow up services; and that
project demonstrations can inspire and test policy change.

Strategies for improving the quality of preventive health care and developmental services make
similar recommendations: Implement routine use of standardized developmental assessment
tools; create a community-wide, comprehensive infrastructure; measure and compare quality
of developmental services, create public-private quality improvement partnerships; provide
adequate reimbursement for developmental services, and raise parents expectations. Another
article describing how promising practices to improve child development services are being
implemented at three levels: primary care, community, and state. A reported focused on the
O2y OSLIi 27F af Ayl 3S aPéactide-Widd SStRms EhangegdAervide KS Yy SSR T
Provider Partnerships , and Community-Wide Systems Change All of these efforts are slightly
different, but complimentary ways of describing the needed system changes. They affirm the
complexity of the pieces of developmental services, including referrals; and how the El System
should be integrated and connected with health care systems and community supports for
families; and with quality improvement strategies within each.

Almost everything discussed in this report has potential policy implications. A review of multi
state efforts to improve child development services determined the following success factors: A
strategic plan, broad stakeholder participation, grounding proposed improvements in
experience, and creating opportunity by building on complementary state and local initiative.

Taken together, the information provided in this report provides many opportunities for
strategic interventions to improve the El Program, particularly around connections with
physicians. The next step is a strategic process to decide how to proceed, and the
recommendations in the following section can help inform this.
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Recommendations

The following recommendations are based on needs identified by stakeholders, most of which
were expressed by early intervention providers, medical providers, and other stakeholders
alike. They are all also consistent with the findings noted in the research review section,
suggesting that King County providers recognize the same issues that have been noted
elsewhere across the country. While the primary task of this report was to determine and
recommend strategies to increase medical provider referrals, it would be counter-productive to
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Thus this report contains recommendations about data needs and broader systems change
efforts which must be considered.

It is possible to begin strategies in both areas simultaneously, if this is done in a planful way,
with careful monitoring of the impact of the strategies. By implementing small pilots, for
example, it may be possible to quickly see the impact of a given strategy, and whether it is likely
to backfire by overwhelming the capacity of the system. That said, it is imperative that all
children who need services are identified. By careful monitoring of referrals, responses, and
any bottlenecks in the system, King County will be able to provide data which justifies the need
for expanded funding to increase service capacity. Without such data, it is more difficult to
make the case for increased support for the Early Intervention Program.

The following strategies are not listed in a particular order. How many of these to initiate, and
in what order, will need to be determined by the SOAR Prevention and Early Intervention
Action Team and its partners. Choices will necessarily be made based on a combination of
desired outcomes, feasibility, potential impact, and cost considerations. The goal is to provide a
menu of possible next steps which are thought to be necessary and likely to be effective and
embraced by those whom they impact.

Ideally, leaders in early intervention (including the King County Interagency Coordinating
Council, the Developmental Disabilities Board and Division, and SOAR) and early childhood
stakeholders will create a comprehensive plan for system improvement, implement strategies,
and evaluate their impact in a coordinated manner. The strategies below reflect
recommendations from the Medical Provider-Early Intervention Partnership Project, and can
inform a broader early intervention systems improvement effort.

Recommendations
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Early Intervention and Medical Provider Strategies

Implement a plan to educate primary care Medical Providers about the Early Intervention
Program

9 Process
0 Engage all Early Intervention providers in the conversation along with the county
Developmental Disabilities Division (Lead Agency)
0 Learn from existing successful strategies, consider replication, and/or other pilots
 Content
0 General system information and processes- what is offered, how it works for
families
0 Referral processes ¢ how to help families access the system
I Mechanism to consider
0 Countywide basic materials created and placed on website, and in printed form
0 Program specific information, consider streamlining across programs
0 Emphasize face to face encounters, modeled after existing successful programs;
seek to support and expand these, and document feedback from Medical Providers
after training

Implement a plan to educate hospitals and NICU programs about the Early Intervention
Program

Y Content
0 General system information and processes- what is offered, how it works for
families
0 Referral processes ¢ how to help families access the system
f Mechanism to consider
0 Early Intervention staffing connecting with hospitals around discharge planning
0 Education of birth center staff, NICU staff, therapists, etc.

Implement a plan to improve and systemize communication between Early Intervention
Providers and Medical Providers at key points in the process

I Referral initiation: consider standardized forms for doctors to use

9 Referral follow up: create a way to inform doctors if a connection was made with the
family

9 Evaluation process follow up: evaluation reports or summaries, consider
standardized forms

T Individualized Family Service Plan (IFSP) follow up: implement process to create
standardized IFSP summary forms that are feasible for Early Intervention Providers

Recommendations
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Early Intervention and Medical Provider Strategies (continued)

Support Early Intervention Providers with technical assistance

9 Provide technical assistance around eligibility screening, in general, and specifically
around very young children and premature infants

9 Provide technical assistance around measuring service quality

i Provide technical assistance around planning for increased capacity

Support training for primary care Medical Providers to help them implement practice-based
systems change for developmental care

9 Pediatric Learning Collaboratives
T t Af2d020YIAlyoA2 NI G A @Saé¢ 2N 20KSNJ AadNF GS3ASa
9 Collaborate with medical home efforts which support providers

Identify and promote policy changes needed to enhance early intervention systems, including
those that

9 Improve financing, quality, and sustainability of Medical Provider services around
development (e.g. developmental screening).

9 Improve financing, quality and sustainability of Early Intervention Provider services
around development (e.g. staffing needs for evaluation and service provision, and
for communicating with Medical Providers).

9 Assess and support additional capacity needs within the Early Intervention Program

Systems Level Strategies

Determine goals within the Early Intervention system through partnership efforts which build
2y l1y2ey fA1Ste Gadz00Saa Tl OG2NREé AyOf dzRAy 3

9 A strategic plan (clarity about goals, objectives, policy priorities)

1 Broad stakeholder participation (all agencies and stakeholders)

1 Grounding proposed improvements in experience (pilot test w/ local physician
practices; collect data to show progress over time)

1 Creating opportunity (build on complementary state and local initiatives)

Collect King County data to help inform all strategies, such as

9 Capacity data: current capacity for each programs, the 800#, and total county
capacity

Referral data: brief review of referrals as theycomeinti 2 | 843 S&8& A F
Private services data: acquire data around children in private services
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Systems Level Strategies (continued)

Help monitor and determine appropriateness of referrals to the Early Intervention Program

T Work with partners like the Medical Home Leadership Network (MHLN) to clearly
define for doctors who should be referred
I Monitor referrals and outcomes and reassess as needed

Plan for response to increased referrals, and monitoring of impact

Evaluation and service capacity planning system wide

Plan to monitor referrals, evaluation, IFSP creation, and service provision processes
as referrals increase

9 Plan for the resources and processes needed to increase intake, assessment, and
service capacity as needed

il
1

Leverage medical home and early learning efforts to incorporate and support the Early
Intervention Program

1 Encourage medical home and early learning pilots to be implemented in King County
9 Facilitate communication and collaboration between early learning and
health/medical home efforts within King County

Acknowledge the significant impact of increasing school district participation in the Early
Intervention Program, and engage districts intentionally in systems efforts

9 Engage school districts in Early Intervention Program leadership and strategic
planning efforts

9 Recognize the unique needs of school districts, and support efforts which will
enhance the quality of Early Intervention services for families they serve

1 Engage school districts in any new Early Intervention Program strategies which are
implemented

Recognize the larger systems issues and context of the Early Intervention Program within a
comprehensive early childhood G ystems 2 T a4 € 4 U S WduédeX both fediCakhome and
early learning

9 Continue to bring the Early Intervention Program and related efforts to medical
home, early learning, and parent support discussions

1 Advocate for the inclusion of the Early Intervention Program in all planning around
family connections to community resources

i Facilitate connections between programs, including support processes for families
during times of transition (e.g., entering, exiting, and transitioning between
programs and service providers)

Recommendations
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