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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 organizations, government, businesses and community
O2IlfAGA2Yyad LYF2NXYIFGA2Y F02dzi { h! wQanbetfoNd &Sy GA 2y |
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
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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 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.

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 effectively communicate with

Executive Summary
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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 effort 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 FRCs/Family Resources Coordinators 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.

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 to written and

electronic information, they believe they would benefitY2 &4 FNBY Ay LISNE2Y aAy asSt
Program in their offices. Doctors also 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. 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

Executive Summary
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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 may have future opportunities to do so. Kids Get Care and the
YAYy3 [/ 2dzyiGe / KAfBRRBEZNRAal SRt A KONPAASI ODKO®SERNByQa I+ O
including developmental 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. 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.

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 continuity, time constraints, and reimbursement

issues. Developmental servicesindocli 2 N&E Q LINI OGA O0Sa OFly 6S RS&EONROSR |
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 healthcare. ¢ KSNBE A& 3ANRBgAYy3A NBO23AYyAGA2Yy (K
health care, including developmental 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 quality improvement strategies
within each, and with needed policy changes.

Executive Summary



Medical Providers and the Birth to Three Early Intervention Program

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 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.

Early Intervention and Medical Provider Strategies

T

1

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 El Program

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

Support El Providers with technical assistance

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

Identify and promote key policy changes

Systems Level Strategies

1

=

= =4 =4 =4

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
Plan for a response to increased referrals, and monitoring of impact
Leverage medical home and early learning efforts

Recognize the larger systems issues and context of the Early Intervention Program within Early
Childhood Systems

Executive Summary
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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.

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

organizations, government, businesses and community coalitions. Iy F 2 NXY' | G A 2y | 6 2 dzi

and Early Intervention Action Team can be found at:
http://www.childrenandyouth.org/actionteams earlychildhood.html

Project Overview
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Working Assumptions

Assumptions about the Overall Project

T

=
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intervention. However, current practice around physician identification and referral of children to
early intervention falls short of what research, policy, and practice protocols recommend

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

Feasible and effective strategies are possible

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

¢tKA&d LINP2SOG A& LINI 2F G9FNIeé /KAfRK22R {éa

Home work

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

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 both
grart G2 GKS LINR2SOGQa adz00Saa

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.

Assumptions about Medical Providers

= =4 =4 =

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

Assumptions about Early Intervention systems/providers

=A =4 =4 =4

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

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 children
FNRY OANIK (G2 F3S o &@SFNARAZI (KSasS aSNBAOSa FINB az2v
centers which provided SNIBA OS& 4 . ANIK (2 o0é¢ /SYyiSNRO®

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 El
Program, such as a therapist, FRC, or a center.

Family Resources Coordinator (FRC): This individual is part of 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.

Maedical Home: describes the provision of high quality primary care that is family-centered,
comprehensive, coordinated, and culturally relevant; a regular place and person 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.

Part C: This is part of federal IDEA legislation which authorizes and funds early intervention services,

providing both funding and regulations to the states. Some people refer to early intervention services

GKAOK FlLYAfASE NBOSAGS Ia at !l NI [/ &hSodbldifddtbaied ¢ hdK
ASNDAOSaE Fa atl NI / R2fflF NER®E

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 the report, an attempt was made to use one term consistently when synonyms exist.
Because doctors were the medical providers informing interviews, the term doctor or physician is often
used as a shortcut; but statements are usually relevant for all medical providers.

Language and Terminology
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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 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
1 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, & I f f  @iikttitd thted,Brgfuding children at 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 of eligibility for early

Ay i SNIBSY i A(@fynt TadSI&FaAy D& d&edtion Program)

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 IE Program. The state ITEIP program gets about 20
calls per month asking about the program, and refers those calls to the appropriate local agency. 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

Early Intervention Introduction
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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
St AFAA0ATAGE RSTFAYAUGUAZ2Y A KI BS Nbstatisof 1B% The@d@admv™> = O2 Y LJ
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 compliance targets.

Beginning in July 2007, the state has a new and different level of accountability, requiring the
measurement of child and family outcomes. ITEIP has been working with SRI International (an
independent, non-profit research institute), to develop the plan required by the federal government.
These new reporting requirements are expected to add substantially to the workload of the IE Program,
and its providers.

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.

Early Intervention Introduction
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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
FNRY 20§KSNJ LI I O Sfentrik¥slich as dne réairal nylmder$or eva2ydny. belps
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.

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 provider. (Infant Toddler Early Intervention Program)

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

ASNPAOSAE AT GUKSNB Aa +y SadrofAaKSR 2N 4dzaLJSOGSR
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 atAyGFrAy NARGGSY R20dzYSyidlrdArzy 2F (GKS LI NByidQa
NEFSNNI} y2d 08 YIRST 2 NJ -dairSferrltimelbe/ G Qa NBIj dzS a
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Therefore primary care providers are asked to:
9 Attend to developmental milestones
f 1al] LINByida Foz2dzi GKSANI OKAf RNByQa RS@St 2LI¥Syi
f wSalLRyR (2 LINBYyGaqQ 02y OSNyao
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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. Information was also obtained from
GKS | dzi K2NX&a& I i30Sy RPratddtion Actidn Team WhS Kad Helyedcordetve thisK S
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.

Findings
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 attempttoRSa ONRA 6 S Wg K| {to alfa@ily,dzl f £ & KI L.
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 AYAGAFE NBFSNNI  OFy &dlsobysesad7, YAy 3 [ 2
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. This might
200dzNJ 608 LIK2YyS: Ay (KS FrYAfeQa K2YSI 2NJ Ay GKS O
happen as a separate step. El providers try to gather any previous child 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.

Early Intervention Providers
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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 @ ¥ A @S NB ljcominiiSafion (rebeBtiveand

expressA @S OT Y20G2NJ 6FAYS | YR 3 NP &vaustidns take phheb Aitheka®@S T & 2 OA |
OSYGSNE 2NJAY GKS FlrYAfeQa K2YS>T (GeLAOFHtBe o6& |0
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 usually shared with both the family and

0KS OKAfRQa R200G2N® LT I OKAf R AcdamiRt® ShedIRtheSt A I A O f
IFSP meeting. It is important to note that children who do not meet eligibility criteria may have real
RSOSt2LIYSyidlt AaadsSao ¢ KSNBF2NBE || RSGSNXYAYIGAZY

aleAy3a aUiORYNFS NYNB (yk2- § ySSR F2ft20AyIdé {2YS T YA
OKAft RQa R2O0G2NE Yl & RSOARS GKIFIG AG A& Ay GKSAN OK
identified issues, even though they do not currently meet the criteria required for the ElI Program.

Children can also be referred for re-evaluation (at least) 6 months after the initial one; and some

children are found eligible after the second evaluation.

Creation of an 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 program for children 3

yearsandolde; LC{t Q& I NB y2d SEIOGfeée GKS &l YSo tKS& RAT:
LX Fyz y20 2dzad | LXry F2N KS OKAtRT FyR GKIFG (KS
SYGANRYYSyiGazé NIGKSN GKIYy ¥yLOKS® EPKe2HAYB3GGK$EIAO0
developmental 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 to include other individuals

NEf S@Fyid G2 GKS OKAfRQA &aAlddzr A2y adzOK Fa OKAfR
providers typically would welcome doctor involvement in IFSP meetings, participation is relatively rare

given practical scheddzf Ay 3 A &adzSa> yR AU0 Aa LINRPOIOf & dz/dzadz f

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 services will occur in the
FILYAf@Qa K2YS® CSRSNIftxX adlrdsS yR O2dzytde NXB3IdzZ I GA
SYGANRYYSyilGaodéd Ly GKS LI &Gz Y2adG aSNBAOSAE 6SNB LN
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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, and others describing
GKSYaSt @Sa a al1AO]lAYy3 |y RepéodshliBrouyhivlyicH eadvfl Brdvitler 0 KS I
brings services 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 0-3

will receive IE Program services within their homes.

Monitoring and IFSP updates: !  OKAf R I yR FlFIYAfe&Qa LINPINBAA GAGKAY
with the family at least every 6 months. At that time, goals may be updated or changed; and service

LX Fya OFy 0S NBOAASR | a yS&REdREme. Fof axi@eiaprévidedr OK A f RN,
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 throughthe IDEAGt F NI . ¢ &déaiGSYTX GKS &a0K22f RA&AGNAROG |
with special educational needs 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 intervention services is lower

GKFYy SELISOGSR® ¢KS&S aSELISOG S Ried aye 2¥%0 & pdbulativR ¢ KA OK
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 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 County are

a2YS 2F GUKS 62NRARG Ay (GKS adldaST FYyR 20SNYff 21 &KA
expectations. However, several El providers reported that they do not think numbers for King County

FNBE SYGANBfte | OOdz2NI 1Sz SallSOAaAlrtte F2N) 0KS | LI NBy
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 the rates could

0S 263X 2NJ f 22 1El pfoidéreliévé al df tBese thigs Fabe NaNderfedi obare

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.
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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 Nedh & frd%iders often wait until the child is 2.5 years; by then they can barely get
ASNIAOSAE 0ST2NB (daNYyAy3A 03X o KSysorelroviterskebot fhat i 2 (1 NI vy
NEFSNNIf GAYAY3 RSLIESWKENSZ yf idE&pfovidrsadsied@y fhdsgeets dzS a &

kids with more global issuesare Y2 NB £ A 1 St & { 2 OtRS iéporhthafFchilttddIvHo doli 2 dzi d ¢
not have a regular doctor are more likely to comeinlate. 42 S R2y Qi aS8S | f2qi 2F 1 AF
anR (GK2aS GKIFIGd R2 dzadzftfte RAR y2i KI BdnegrovideNRh YI NB /
report that the possibility of late referrals becomes more obvious when kids are seen in programs after

age 3, something 0-3 programs would not see themsef @ SA\& dee kids in programs for 3-5 year olds

GKFG asSSya tA1S GKS& aKmdzf&urd,lif Bese are Gifsign wNdRE SNNE R S|
never 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.

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 general will be harder to qualify because
RSY2YyAGNIGAy3 | NBIAdZANBR al Y2dzyli 2F RStlF&¢ Aa Y2N.
YId 0S a2YS NBFSNNBR OKAfRNBY 6K2 I NB F LILINRBLINRLEFGS
kids who should qualify but do not on their initial evaluation; and there are likely children who would

qualify if evaluated atalaterage. a2 A UK G KS (G22fa 6S KI @S IyR GKS | dz f
difficult to qualify very young children- so we may be NOT qualifying some who might be qualified

St AaS6KSNBE o 2 KSy @2dzy3 | heRafuated agBneidinot fordgiménthst A SR> G KS
520&a YAIKG y24 NBFIftATS GkSé OFy aSyR GKSY 61 01 ot
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

CFYAfASEAQ dzaS 2F AGLINRAOGF(1Sé¢ LINPOARSNA:E SP3od GK2a
that could significantly impact servicerates. a2 S G KAy{1 F 20 2F (1AR&ac I NB o
we really need to get those numbersto 3 NJ & LJ (i K Somd candmaiz®i€s éthere are a lot of private
providers, and many families that now have very comprehensive insurance, with no limits on visits, and

w

A

no copays. When families perceive they are receiving good services, and there is no financial incentive to
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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

NEFSNNIf LI GGSNya 2dziaARS 2F G4KS 9L tNRINIXY Yl & 2
l'YRY FAYyLfteY 9L LINPOARSNE o0StASOS (KSWNIWNI Rog2yaai
LI &8 FT2N) WROAZ QDI {iBSRA BSTNIMAt ASa 0SAy3 aSSy Ay LINR G|
would lose the patient. This is a real disincentive for private providers to refer or partner with El

LINE I NI Ya odé

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 these are
O2yaARSNBRIqBREAAY AT GKPe tA]1Ste g2df R 6S GKS FTANA
a2aiS8Syszr GKSe ¢2dz R I LIISINI G2 6S aftlFiSéd NBFSNNIfao
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 of the time children in this situation have a

G3IFrLX AY GKSANI aSNBAOSa 0SOldaS 2F GKS 13 GAYS o
time it takes to get an evaluation, an 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

GOdzYo SNE2YSéarz2 Yy eSAINIR PR K2 dtiveoNBFtdsNBBR A ad Ay
qualify into the system; now we put in all that we evaluated & {AYyOS L9 O2yiN}Ol2NE )
a2aiSy 2 NBOSAGS LI evYSyid F2N GKS OKAfRNBYy (KSe &
the El Program they would not be included in the data system. However, children who are being

evaluated and receiving services only outside of the IE 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. 42 S Kl @S 3ANBI G YS
providers - 95% of our referrals are from doctors. In the past we did have lots of late referrals from

R2O0G2NAT o0dzi y2¢ Al AdotherigobB2 §2 3380t RHAS 2 KRB NE RBNNA
and clinics. We have a good relationship with doctors. We build and maintain it, and think doctors like to

NBEFSNI (G2 LIS Bdnie Bprotiiders port tiahds@tals are good referrers, others report

that they rarely send patients to them.
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El providers do note variability in what doctors know and do, and some areas for potential

improvement. 4 { 2YS R2O002NB N8B dzASR (2 | YSRAOIFIf Y2RSft X
hospitals tend to refer to private therapists, (i 2 2PfbéidersnotepattS Ny & @ NBE A G K OKAf RN
think doctors are not aware that there are effective services for kids 1-2 years old for speech. They are

322R G4 OFGOKAY3 | YR Bibdnedchprobiders ¥eamiieds Milideditdrefzs & S| NI &
atalL,a ¢ KSNBE asSSya G2 oS | Wgl Al FYyR aSSQ FddAGdzZRSpe

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.6a2 S dzaSR (2 R2 Tt OS G2 ¥
inlm®dp &SIFNBRSX odzi ¢S Wilt]l] 062dziQ R2Ay3 AlPE G2 S |
fA1S (G2 AT ONR akil R KBA YOR@Ey (& GKSNB Kinh&pastva Sy aaeai S
public health nurses, and by various clinic staff on how to make a referral. However, d 1 KA & Yy SSRa (2
R2yS 20SNJ I YR 2@SNE | King CouktONMB hasrdedstly Birédla fe® Outrdddh Y A A G A 2 V
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 El Program staff and a

therapist in attendance. The effort has created new forms for outreach and for doctor referrals; and a

Wi SEIISAYRQ O0AYRSNI 2F AYTF2NXNIFGA2Y Fo2dzi GKS LINEINI
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 information they need via

the familyandi KS R2 O 2NNa 2FFAOS® hyOS I NBFSNNIf Aa N
FLYAf®@ YR aOKSRdAZ S |y S@lftdzZ A2y ® {2YS Of AyAC

for intake, or to schedule an appointment; but it is typical for doctors not to hear back until after the
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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 IE 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
workingwiththecentNJ £ Cw/ I NB a1 SR AF (KSe& ¢lyid GKSANI LC{:
providers noted that the IFSP report 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 devote the timetocreatiy 3 & dzOK | NB LJ2 NI & alye LINEJARSNEH
time to create additional reports; but readily agree that a more streamlined summary would be a useful

O2YYdzy AOI GA2Yy (22 {RR2 y Q&G 20/FSA W12 (IS RR 210 (i 2td\aHitdh 882 R NS I R
form but it takes an insane amount of time to do this. We highlight it with families as we go through it

GAOK (GKSY®DE

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 EI 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 about itself.

G¢KSNE Aa | ySSR (G2 SRdzOF S R2 Onhi th#ineedfrdzy 1 @ A RS |
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, toaprimari@ K2 YS | yR O2YYdzyAid& o6FaSR LINPINIY
a huge 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 O 2 NB f I O]
knowledge about the Early Intervention system as a whole, from referral, to evaluation, to service

LINE JABZ2DYBDHE R2y Qi (1y26 (-ESYRAAGTSNRYOSYaRIDESNI K
2 LJ0 A Py &nabg doctors 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

Early Intervention Providers



Medical Providers and the Birth to Three Early Intervention Program 22

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. 4 52 O 2 NBA R2y QG (y2¢ (GKS g4I @&
provided; including home services and the natural environment requirements; what a primary service

LINE JARSNIJ Y2RSt A&z SiOo¢

O)¢

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. 4 L 4SS | RA@GARS 06 S
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 with what they know. Some hospitals

aSSY (2 1SSLI LI GASYyda WAY K2dzaSQ 0O 7F2NheESNAOSa0 S
providers believe that frustrations with, or disagreements about, Federal, State or County regulations

maybeimpactind &2YS R2 002 N & the¥lICroglan; brif they yo refe? whiNBrdgiGriNI (i 2

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 summed this up well.

OPrograms need a prescription from 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

GKSe 2F0GSy aleée y2¢ 2S5 ySSR R20G2NAR (2 dzyRSNRGI YR

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 the El programs.
OWe would love a collaborative, county wide and program specific effort. We would like the county to
educate docs in general about the referral process and the requirements ¢including 5 areas, in home
services, etcd €

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 Yy SSR hb9 {9¢ 27F YI (
doctors ¢ the same binder everyone has/uses and gives out ¢with room to adjust and add some program

4 LIS OA F A O El'Providess Kdbw thatiddréor education is an ongoing need, not a onetime effort.
G4520G2NE ySSR 2y3I2iy3d O2yiroOd G2 18801 dlJ G2 RIGS®

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. ¢ wS ¥ S NNJ f F2N¥xa Oly K
NAIKG AYF2NXVIOGA2Yy 3SGa (2 d&AX | YR RhSWildakes A G K (KS
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
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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

0StASPS Al 62dz R 0S KSELFdzA (2 NRAziAySte &AKINB Ay
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; other

LINE AN Y& ¢ y (Weltcld d® M-sefvitesm@h dactore At bigiclinics not all providers know

F62dzi dzAX a a2YS R2 QimdshNdl providers fotdd thatyfhR pedsdhddl SNBR R2y Qi ®
O2yySOitA2Y YR @GAarita 6Al0K R200G2NB 2FFAOSa g2dxA R
GKFG GKS& RARY QU OdNANBg G &2 K2 GBK NiEKTS iR TEK IO Lii KS@
type of outreach. Programs doing outreach believe it is a 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 hospitals and

yS2ylLialrt AyGaSyairgdgS OFINB dzyAda obL/! Qalv g2dAZ R 0SS dz
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 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 way. Providers note tK | Gncecthey are in the system, families are

dza dzI £ £ & \BiNBhostilprodidirsdeteive direct referrals from doctors, they note that & ¢ K S

central FRC is helpful when there is no doctor, or ifitisanon-a 5 NB ¥ SNNJ f @ L¥ds 8 QI NB ¢
S 6Aff NBFSNIo6IFO]l G2 KSNW ¢tKA&d KF& YFRS | NXBI¢

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

Early Intervention Providers



Medical Providers and the Birth to Three Early Intervention Program

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.

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 whole agency and staff

cSREYGAFESR 6AGK [t GKS AyadNI yOoS O2yirisOiaT

dollars are considered the payer of last resort, and therefore El Providers are required to first obtain any

other sources of payment. Generally, prograYyda &aSSYy (2 I 00Saa mu OKAf RQa&

dollars (such as Developmental Disabilities 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

Early Intervention Providers
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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 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: ¢ KSNE | NB RATFTFSNByOSa 2F 2LIAYA2Y | 02
OF GOKYSY G I NBIFaé¢ TFT2NJ LINBODAAAZ2Y pttulacElPnNddidr brsed > S dI o
2y GKS TFlLYAfe&Qa [RRNBaaod LG Aa y20 Ot SFNIAT GKAA
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 IE Program address this reality? Are there ways to partner together, or must it continue to

0S aSSy a Iy GSAGKSNI 2NE &Ailddz GA2yK ¢KAAX (223X K
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
A0NBlFYa Oy 6S RSAONAROSR la F2ff2¢ad -foyderEatlyi NEI Y 2
LYGSNBSYlGA2y Y2ySeéod ¢KAA O02YSa (G2 2lakAay3adzyQa {0
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

{ SNBAOSa®d® YAy [/ 2dzyGeé 555 Ay GdzNy O2yGNI OGa gAilK
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provide the services described in this report. In addition to the federal El funding described above, King

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
G23SGKSNI (12 GKS 9L O2yGNY OG LINPOJARSNEOD t NI / CS
as noted in the earlier section about payment for services.

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 be 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 ¢ 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 them? Does the referral seem
Gf FiS¢ G2 GKS 9L t NRPOARSNK

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

1 Provide technical assistance around eligibility in general. If eligibility is more stringent in one
setting than another; outcomeswilldA F FSNXP LT R200G2NRAQ GKNBaAK2f Ra T
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. Providers are not sure
K2¢g (G2 dza8S (GKS GAYT2NNYSR OftAyAOLFf 2LAYA2YyE 2L
what is appropriate, and how it is done. A system 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
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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

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

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

9 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 date we
KFEgS YIylFr3aISR IANRoUOGK AYGSNylrtte @Al o02FNR | yR
Y2dziaARS 27 2 dahfEinsté addSealize@ther ptegrams Sight ndtBe alife to do
0KA&DE
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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.

Findings
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 Y 2 i Ay Y@
LINJ O buk s@ethédgo believe it was likely true in other situations. Only 1 respondent (8%) said no,

believing that children are not being referred too late. Comments included

G¢ KA RSLISYyRa 2y (GKS {ARak¥FrYAtASao LT GKSe& 0O2YS
jdzA 01t & AT 6SQNB 02y OSNYy SR

GL GKAY1l GKFG FT2NJ {AR&a ¢K2 INB INRaafte o020@Az2dzaf @
moremarginaf RSt &asx SALISOALFffte fFy3adzrAST NBE Y2NB A

GL GKAY|l GKIFIG GKS R2O0OG2NE Ay 2dzNJ Of A yAtesante NB FSNJ
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, 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
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favor of a quick checklist done by the MA, and even that doesn't always get done or reviewed by the doc.
lfazx 6S NP y2i aAONBSyAy3d F2NI SINXIe aiadya 27 | dzi

6. 880 L GKAY]l LINByGas | NB NBf dzOdile Paivn Singronté SandNJ | RA |

5

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 doctorsaid, d L G KAy 1 LINPOBARSNBE | NS O2yFdzaSR
SRdAzOF GA2Yy YR &dzLJLl2 NI | TR rdedidal sy}temtselicyhBe abaki& b5 (2 NB T
wellat F NI 2F G4KS LINRPofSY Aa GKIG t20a 2F {ARa R2yQi
us from big private group practices see their regular provider less often, and it varies who they see. This

is increasingly an issue withmorS LINE GARSNEBE Ay | LINF OGAOS® ! R2002NJ
problem, or suggest they talk with their regular doctor the next time instead of making a referral. Then

GKS OKAfR Oly 3SG t2ad Ay GKS MRYI 2R OCdzl2NJ SiR2LIREAQ(2
Lddzi Ay GKS OKIFNI y20Saoé

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

02 dzy RSNRGIYR ¢K2Qa OFfftAy3d GKSYZ 2N gKea o {2YS R
who 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 home! Often

GKSNYLIAAGA OFyQi NBFOK FFEYAfASas: a2 OKAfRNBY R2yQ
0KS LINRPOS&aa Ol y WT kifithl referkaNiBtdrihtske, evhluationy deryicd plaaning, 3 S &

and service implementation.

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 a the neonatal intensive care unit (NICU). It is often very hard to establish

continuity of care for these families after discharge. A doctor shared thisexample: @ ¢ g Ay LINB Y I { dzNB
infants with complications were born very early. They have had only one primary care doctor

appointmey it aAyOS €SI @Ay3a G4GKS bL/! ® LO@S LIzNBdzSR FI YA
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scheduling appointments, and calling the family. The family says they go elsewhere for care, but when

S OKSO1 6AGK GKIFG R2OG2 NEDW fir &ng #ppoilKtmedtSwe &liedue.SSy &aSSy
tKS OKAftRNBY NP y2¢6 fY2aG o &@SIFINmB 2fRH LiQa KI
YR GKS& YlI& y2i aSS SINIe& AylS Ndryraparethateve? NJ SOSY
when they successfully get kids in to the El ProgramT (1 KS& R2y Qi ySOSaal NxAté& 3ISi
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) Doctorssaidthath @S NI £ £ ¢S KI @S bnd fRificSly, h2yS RRIAGS 0 SNHI{SNE %
NB T S Naddyctdrddted the challenges and responsibilities around a complicated referral process.
G52002NA KIF@S (GKS NBaLRyaAroAtAle (G2 F2ft26 dzd 2y
system.DoctorshavS (2 FyGAOALI GS GKS FFYAtASEAQ NBf dzOil yOS
NBEO23ayATS OdzA GdzNI f FyR fAYyIdAEAGAO o0 NNASNHEDE

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. DoctorsCprocesses ¥ 2 NJ LJA O] XA ¥ 3 OVt IR ®ASK I LRISYGAlf R
asking about parental concerns with 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

GKSANI LINF OGAOS ol fGK2dzZaK {0 KA allbdiezs théy hdeymorglikelyy QG | f &
to pick up concerns when families had good continuity and follow up; e.g. were seen regularly for

checkups by the same doctor.

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 well; with

00 al@&Ay3a FEld 2dzi ab2Xé YR ¢t RSAONAROAY I LI NI
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
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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§ KNBES anzéndrabdbetsdidnotfSSt G KSe& O2dzA R NBftAlLofte& aleée gKI{
1y26f SRAS 2NJ dzy RSNEGFYRAY3I A&AT 6KAES Yz2ald NBIFRAf 2
themselves.

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

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 heard the term butdidy Qi 1y 26 6KI G AG YSIydT |y
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 approach to try to meet each

FEYAfeQa ySSRad  GaolNdndish dpedkide, Saxt clihick willicll Sr therh, WrA £ &

otherwise arrange for language interpretation. The approach varies with the circumstances and timing.

One doctor reported recently seeing a patient witharesident. ¢ ¢ KS F I YA f & dide®ly 6 SSy NBF
intervention at 2 years. Now, the child is back in 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 madethe O2 Yy S Ol A 2 Y SeNTFakleH for morK dethilSabobit

referrals.

Many referrals for the El Program32 Ay (G2 (GKS W3ISYSNIf Q NBFSNNI ¢ LINE O
treated similar to a referral to a medical specialist. & ! f f  NISF GinitINaveftago ito our

electronic medical record as an order. This then goes to our onsite/internal referral person, who figures

2dzi GKS RSGFAfaz 3Sda ILIWNBGIETX YR GKSy OFrfta GK
these (birthi 2 o NBFSNNI f 40 ¢2dzdZ R 0S aISYSNRAO NBEFSNNI f &¢
YR GKSY (GKS NBTFSNNIf LISNE2Y FAIdNBA 2dzi 6 KSNB (K

52002NJ LISNOSLIiA2y 2F (KS ST T W& aeftheabovelldpedding NB T S NN,
on the circumstances, we frequently have to use several approaches until the actual evaluation takes
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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 CANE G ¢S R2 | NBFSNNIf {2  Khénlwhdeed Adiff&edt  dzl G A2y
referral and process for speech. The evaluations are done in different places, by different processes. It is

OdzYo SNE2YSS FYyR (F1Sa GAYS | y&oteZiddideriisdsthk BL & dzZNB | f f
Program, and says @ ! yyhild that we refer for any concern, including behavioral, will get a

comprehensive evaluation. If additional services are needed, they will ask us for additional referrals,

which we always authorize

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)

G2 S NI TS NI3Tikthekehtral$ for KidgZounty. It mostly works well. About 30% of the time

they donotconnectwithi KS FlF YAt & F2NJ a2YS NBIFazyo L
fAYyS G2 OFff aSSY (2 (1SSLI OKIFy3IAy3aIodé

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

Intervention Program

Doctors report inconsistent follow-dzLJX 2 NJ a KF NAYy 3 2F Ay T2 NXYI (theZly X

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 scheduled for a

LI NI A Odzf  NJ aSNWAOS YR R2SayQi aKz2¢

F2NJ (0 KS

a hospital setting. More commonly, doctors report d find out months later that my referral went

nowhere,ie.theF I YAf & RAR y20 F2ff2¢ (KNRdIAK
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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 El 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

NBFSNNI f @ 52002N& ¢62dA R ftA1S | adzYYFNE NBLRNIL 27
IFSP (36% or 4); a summary report of recommended services (45% or 5); and updates from therapists

and service providers (36% or 4). One doctor noted o would welcome more detailed information about

GKS SyYyGANB a02L)S IyR tAYAGllIGA2ya 2F GKSANI AaSNWBAOS

Doctors have variable impressions about how well the Early Intervention Program currently works

Several doctors felt unable to answer this questionsayingd L 'Y yoRdlL aRI2N&kigh K I @S
SELISNASYy Ofa 182 98B dzRF S8 6 Y dzOK S K2 @il 2Nl & a WBSRBY QliyRAR
1Yy26 Sy2dzaK | 62dzi OK$O1B88Y I S¥Fdz/RNI & ¥ 8Rdzy E 2 NIlidzy | (5S¢
hiGKSNJ R2OG2NAE NBLR2NISR 02y OS Nberis theperceation d€ lgnited 6 St £ (0 K
slots, sometimes there is difficulty with logistics of appointments, and communication could be

4 Y 2 2 (1 etremldated that the system is too complex, and is hard to navigate. Still others noted that

quality isvariable.d ¢ KS ST NI &8 AYyGSNBSyGaA2y aeéadSvYbrightispotj dzA G S &L
because of a great center and also a pro-active school system interested in reaching every eligible child

Fa az22y +Fa (G0KS@ Gdz2NYy od b2 & dzOGne doadlabnbtedkhdtthé 2 dz £ A @S
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 EI Program; as school districts seem to have a

higher threshold for services, and are far less user-friendly to doctors or families.

Doctors have challenges related to all kinds of referrals foNJ OKAf RNBYy ® a9 @§whicH SI R { G
seem like they should be simple-F NB KI NR® 2 S R2yQl (y24 6KSNB (G2 aSy
3SG G2 GKS LINRPINIY AYTF2NNIGA2Y F2N) GKS Tl YAf @ e

job around El Program referrals, but they have a broader need for 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
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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.

LY GKAa aidliSz 6KSNB (KSNB IINB &2 Ylyeé ClYAfe@
reaching pediatricians, but have not gotten the message out to all the Family Practitioners and

mid-levela ®¢ O ¢ KSNB A& dzadzZtfteov y2 GAYS (2 GSIFOK Ay
Also, this education needs to be ongoing, because good practice is changing, for example, new

glrea (2 aONBSYy FT2NJ I dziAavYos

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 downloadablet 5C Q&> SGO® hyS R200G2NJ SYLKI &A

findalltheinfoNY I GA2y ® { SOSNIf 41 yiSR St SOGNRYAO O2YYdzyA O
and felt e-messages would not be read by most. One doctor suggestedthatd I Yl 22 NJ t w OF YLJ A
to take place with mailings, emails, clinic visits, etc. to get it on the radar of primary care providers and

Of AS@EMNG f R2O00G2NE a4dZA3ISA0GSR KI FA yES MRNYG24S A alh S
them; visiting the clinic or an all-clinic meeting with providers. As anothernotedd § KSNB A& Y21 KAY:
hearind A A yThe kSt Yuddding that could take place in a face-to-face encounter was

faz2 GK2dAKG G2 0S OSNE @l fdzZd of So hy S R2LAICRNI a dz3

0S ANBIG G2 KI @S [(hosptad)sdpul #itBrhpaittidilarly givén thnsds v Q &

recommendations about screening that the American Academy of Pediatrics just released. The resources

2dzi GKSNX T2NJ aSNWAy3a 1AR&a ¢A0GK | dziAadaYy NS avyeaas

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 not.

hy S R2 O 2tNdk & dodtots BaR &spedific clearing house to refer patients ¢ vs. individual local

programs CLISNK I LJA G KS F2ff 26 dulothed ddak ndteddhst & ¥ S NBIB DAY Bl &4
to El via the central # for King County. It mostly works well. About 30% of the time they do not connect
withtheF I YAf & FT2NIXXAEMS RE®BIG2ANY &#¢ & KI LILR gAGK | aAy3ats
working for a significant portion of patients referred.

Case management

As demonstrated through many examples throughout this section, there are many reasons why a
NEFSNNIf 6KAOK A& AYAGAIGSR R2SayQid 3ISG O02YLX SGSR
needed to be more assistance throughout the process for many families, typically involving some more
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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

ind SNIDAOSa T2NJ LINPGARSNE NBfFGSR (2 SINIé OKAfRK22
She taught how to do it, provided 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 interface between

GKS SRdzOF A2y &a@aidSyYy I yR Of tanyrdle®like tHisyhat KaGeMderOf A YA OX
helpful, but not a permanent system. It was suggested that this could be implemented in a larger clinic,

2NJ I LISNE2Y aKFENBR 0S0G6SSy Of AyaOasz LISNKXSheJa R2 Al
knows of an effective model like this where a nurse in another community has a % time position doing

this interface with the schools; serving all the kids and providing case management as needed.

Medical Providers
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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 Collaboratives; Kids Get Care; the King County
/| KAt RNBY Qa larfd thé Chilld Healty Act{iTivd ofitthe @&viduals 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.

'y FTGGSYLI 61a YIRS (2 dzyRSNEGFYR FyR &dzYYl NAT

LR AY(G&Q T emidindfryaydSrdeivikevieas 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 families under

0KS dzYoNBf fF GSNY &sew WIhingtdn SdteNdpinet/lededagency chllgd the n 1 c =
Department of Early Learning was createdto 0 0 NA Y3 @A &aAO0Af AGE | yR T2 O0dza
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 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)

Washington State Opportunities
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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 (REF N2N).
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 by King County stakeholders; and the recently developed
GLYGNRRdAzOGAZ2Y G2 YAR& al GGSNJI ¥F2NJ SIENI& [SFENYyAy3a |/
communities understand and use 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 education/child care; and parenting information and
support. Cutting across and integrated within each of these is a family support approach to achieving
2dz002YSa GAGKAY GKS F2dzNJ 32Ff | NBI &adé

GYARA alGGSNI A& o0Fl&aSR 2y (KS LINBYAaSGIEXIAFTLradaadsew
thatisA Y 0 SIANI G SR | O0S&aaAofSs yR adzLILR2NISR o0& L2t AO;
YR a0K22t NBIFIRAYyS&aao LG oAttt G101 1S O2yaAaARSNIoOfES
systems of services, to an overl f f a2adSYy OGKIG 2Nl a Y2NB STFFSOUAOST
systems are conceptualized by Kids Matter as two different butinter-NB f I § SR LINRP OSaasSay W{
hNBFYATAY3IQ YR W{SNBAOS /I LI OA(G& nndzfiohsRikhyhd Q ST F2 N
Early Intervention Program also needs attention in both of these areas, the concepts may be helpful to

NEOASGD a{eadsSya hNEFIYATAY3 STFF2NIa NB (K2aS 4K
planning, implementation and evaluation. Currently, many public and private systems and services are
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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 want and need are
F0O0S&aaArotsS (2 GKSY®E C2NJ Y2 NB GIYyyF 2INgU NIPA R dZO (0 Ao 2 yeiz( i 2
al 0 ((SeNs)xE07)

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)® G¢KS&S KIS O2yTFANNSR ONRIFR |4
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
FILOATAGIFGAY3 GKS RSAANBR 2dzi02YSaodé

GYAR&A al G0 S MdsddSystémy-chehgizfra@@w¥rs Kids Matter is about changing systems in

order to improve outcomes. Building from what science tells us, stakeholders collectively defined high-

priority outcomes within each of thefourg2 I € | NB I & ® L yoysténSBplpdhayhHesiged 0 K G KS Y
outcomes were defined in three levels within each goal area: System Changes, Parent and Caregiver

Changes, and Child Changes. The Wi K S 2 NB i2tiat in(pfoding sy (system changes) will

SYKIFyOS LI NBY (iahidytdYYSFS GO ORI ARINBNEXA Y SSRa o LI NByd Iy
this will in turn improve outcomes for children (child changes). Collectively, these changes across all goal

areas will help achieve the overall goal, that children are healthy and ready for school® €

GYARA al GGSNI RS&ONAR 0 Swnile Bdev2laNgdtSf KidsyiRtterlfddued dd& Y SSRA @
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
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medical homes. A complete list of outcomes can be found the Kids Matter Executive Summary and the
Introduction (REFS), 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.
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Table 2. Kids Matter Desired Outcomes Related to Physicians and Early Intervention Programs

Goal areas A

Desired Outcomes

Health Insurance and
Medical Home

Social, Emotional
and Mental Health

Early Education and
Child Care

Parenting
information and
support

System Changes

Increased number and
percentage of children
who have medical
insurance

Increased availability
of appropriate and
coordinated mental
health services for
children

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

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

Parent/Caregiver
Changes

Increased understanding
of the importance of
comprehensive health
care

Increased ability to
recognize an emerging
issue witK
health or development
and connect with
appropriate services

0KSANI

Improved
understanding and
practice of nurturing
behaviors to promote
OKAf RNByQa
social-emotional
development and
mental health *

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

Increased knowledge
and skills to support
chit RNBy Qa K
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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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 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.

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 over 95 members, covering 24 of

GKS aidlrisSQa o O2dzyiASa FyR GKS YlI22NRGe 2F GKS
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 (Medical Home)

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 IE 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

Washington State Opportunities
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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 Resources

I 22NRAYFG2NI FyR GKS 9L t NB3INJ Ycard @ovi@2andYnddicah OF G S 6 A 0
K2YST y2 YIFIOGGSNI K2g GKS NBFSNNIE gl a AYAGAFGSRD w
medical provider, and then automatically work to create a feedback loop. Even when families self refer,

the El Program should seek their permission to share information with the primary care provider. El

Programs should work under the assumption that such communication will be beneficial to the child and
FILYAT@&T YR Ffglea SyO2dzNF IS FF YAt AS@Weha®e aKIF NB (K
heard from many physicians, including those in King County, who feel that referring to EI Programs is like

referring to a black holed® ¢tKSe R2Yy Qi 1y26 o6KIFIG KFLILISya (2 GKS (
f1- 01 2F O02YYdzyAOFGA2y aSSvya (2 o6S I Kdz2S ol NNAX SNJ

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 sharingiy ¥ 2 NY I G A2y LINRIF OGA @St e AyOfdzRS Aya
w2dzyRa>é | aSNARSa 2F SRdOFdGA2ylf S@Syida Ay 02YYdzy
presentations which many primary care providers attend, and through which they receive Continuing

aSRAOIf 9RdzOF(GA2y ONBRAGADP ¢KS al[b KSflLA LINRBOJARS
medical providers about 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 IE 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 home and early intervention efforts.

Whenl a1 SR RANBOGf & Fo62dzi daoK2 R2OG2NE aK2dzZ R 0SS NBA
RSOSt2LIYSyilGltf O2yOSNY akKz2dzZ R GNHAZ & 6S NBFSNNBR (2
director of the MHLN, thoughtfully tried to address what she considers to be complex issues.

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 developmental delay for many
children with any concern, it is important that all children referred for evaluation have a broader look at
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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.

¢tKS al[b A& AYGSNBaGSR Ay &dzZlR2NIAYy3a STFF2NILa (2
and successful referral of children into the IE 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. Typically Learning
Collaborative staff (like Dr. Stout and his team) direct and support the process which a number of

(V)]
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comes together for educational sessions about the collaborative process, and about the topic of the

OKIy3aS G2 0SS AYLI SYSYiSR® tNIOUAOSA | NB-LINRBJARSR

based recommended standards of 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
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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 IE 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 @2t dzii A 2 Y A MS\RN BYfkulo heliddresRHiathh@ Spogrdach was effective because doctors
finallyknewd 6 KSNB (2 OF f f X I ytRgoKdnRwith theyhfor¥idion! SyfePdelidves T | OS ¢
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 StateCollaborative to Improve Health). This now connects Pediatric

Learning Collaboratives to a long standing Quality Improvement process for managing chronic disease in

I RdzZf & YSRAOAYSO® LY wnny GKS OKAfRNByQa KSIFfdK GN.
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 time. It is possible that future Pediatric Learning Collaboratives could be used

to improve physician practices around the Early Intervention Program.

YARa DSG /INB FyYyR (KS YAy3 /2dzyide / KAtRNByQa | SIt

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. Built on a model

GKFG SyO02dzNy 3SR 3aSdadAy3a {ARa Ayiaz2 OFNBE YR (KSy
worked closely with multiple medical practices. This effort made significant use of community outreach

by public health nurses and others, teaching the basics of looking for developmental and oral health

GNBR Ffl3azé a | YSGK2R T2NJ SyO2 «atktaffhelpeti Tl YAT ASA
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,
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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.
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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

screeningtools.t F NIIYSNAY 3 6A0GK FyR odzAf RAYy3d FNRY G(KS &

them 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.

The Washington State Child Health Care Act
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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. 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.
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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 care® §Report to the Legislature:
{{. pndpo / KAfTRNBYyQad | SIHft{iKOINBS LYLNROGSYSYI

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
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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, clinics will be encouraged to

LI NGHAOALI G4S Ay + OKAfRNByQa KSIfGK OFNB SRdzOF A2y
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.

The CHIS Report also describes the vital importance of educating the medical provider community.

G{ dz00S&aaFdz Y2 RS Caieollahaativi manaded by kn&Deparkmied of Hedth,

academic detailing (e.g. visiting medical practices and sharing information), and novel approaches to
educationsuchasweb-0 F a8 SR GNI AYyAy3IZ | NB | @Sy dzSaFinady2the) RSGSt 2 LIA
CHIS report acknowledges directly the importance of connecting various efforts and systems together to
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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.£ ¢Kdza GKS /1 L{ wSLER2NI RANBOGfte& a&adzZlJ
elsewhere in this report; including the leveraging of child health, early learning, and family support

efforts together to improve outcomes for children across Washington state.

Washington State Opportunities
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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" ¢ The Commonwealth Fund (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 developmental problems,

& S dnly dne third of those - usually those with the most obvious conditions care identified in pediatric

practices prior to school entryé(Halfon, 2005)6 [ S&aa GKIFy KFEF 2F | ff OKAft RNBY
receiving adequate developmental and psychological surveillance, screening for health risks, or

anticipatory guidance.€ (Chung, 2006) According to the 2000 National Survey on Early Childhood Health,

2yte pmr 2F LI NBydGa NBLR2NI GKIFIG GKSANI OKAf RQa RSO
visit. (Halfon, 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.

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 conducted using the
Gt N2Y23GAY 33 | Sltbuivdg-plus.s(Sethd,2002) NiSsyrvey 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

Research Review: Developmental Care and Systems Change
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comprehensive preventive and developmental services; parents have concerns that are not addressed by

pediatricclinicA I yaT FyR KIFI@Ay3a | LISNE2YI f LJS R Adbitibnally,O Of Ay A
the 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, RSTAY SR | & aLINB @S
LISRAIF GNRAO aSNWBAOSEA ¥F2 0dza SR (Hafyh, 2805))0cktdfhrduthngfyRngdgsS I £ G K &

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

GwSOSyild aiGdzRASE SYLKIFaAT S & KSvelbprhedeaNdervigorngntad ¥ G KS A
OKAf RNByQa RS@OSt2LIYSyidlf IyR 0SKIFEZA2NIt 2dziO2YSao
three years of life means that early treatment of delays leads to improved outcomes, whereas later
interventionislesseffSOU A @S ® Ly 2NRSNJ G2 LINRPGARS GNBFOGYSyd G2
identification of delays and sensory 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 thus the

2LIR NI dzyAdGe (G2 aasSaa OKAfRNBYyQa RSGOSt2LIVSyidod 2 KA
developmental screening tools; recent policy statements from the American Academy of Pediatrics

Research Review: Developmental Care and Systems Change
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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
O2yRAGA2YAa YR GKSANI ARSYUGATFTAOIGA2YSE R2O0dzYSyid if
monitoring and screening efforts over time, and understand and address any negative consequences
of developmental screening.

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
RSOSt2LIySyialtf aONBSYyAy3d YR ARSY(lGAFe RSGSt2LIVSy(
development.

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.

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
andnon-YSRAOI f LISNB2YyYy St FTNBIdSyidfe SELINBaAa& TNHzaGNI G2
R2y Qi GKSe& 2dzad R2 I 0SUGGSNI 220 K¢ ¢ifittwkr&thidgd YLIX S | vy a
would be different. A review of the literature presents many of the barriers reported by physicians. A

better understanding of some of these issues 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, 2006) (Regalado, 2001)(Halfon,
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

Research Review: Developmental Care and Systems Change
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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

GDAGSY (KSHITUNS [jOSHYE o2&yl LI NBylda KFEZS gAGK GKSANI C
Ot AYAOALYa&a IINB Ay | dzyAljdzS LIRaAGA2Yy { FBethel, a dzNB K
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 & ¥ 2 Odza 2y -PhysaNBSy i y SSF
cognitive, social, and emotional ¢ and future health. EPSDT services are specifically structured to

LINEY23(GS OKAf RNBYyQa KSIf dKe RS @Scho? 2077 Fyfttier, RedzNRA y 3 (1 K S
& LIS NJ& 2 Rredded bergeRing lseévices are intended to detect developmental delays, while

FYGAOALI G2NB 3IdzZA Rl yOS Aa RSaA agstomvidéadoutRSBsfoflall LI NBy G &
children are served by Medicaid. In Washington state, about 50% of all children under the age of 6 are

served by Medicaid (HRSA, 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 routinely used

AY LINAYIFNE OF NBo® LY Hnncs (KS infantsandysungShildted R A G & LI
with developmental disorders in the medical home: an algorithm for developmental surveillance and
screening® American Academy of Pediatrics, 2006) The policy statement is relatively complex and lays

out the various roles for physicians. Clear distinctions are made between three related processes® (11
surveillance, the process of recognizing 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 affecting a child® ¢ ¢ K S
policy says that 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.

Research Review: Developmental Care and Systems Change
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with autism spectrum disorders,€ a more than 30-page document. (American Academy of Pediatrics,

2007) twasrSt SFaASR f2y3aARS |y 1 dziAaay &idiXSt]1AbOaT2 Ny RZ
National Convention and Exhibition. The increasing prevalence of 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.

States are working with physicians to improve the quality of children's health care.

Thereisgrowiy 3 NB O23yAlGA2Y GKIFIG AYLINR@GAY3I GKS ljdz-t AGe 2°
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 knownas ABCD llwasd F 2 NY SR (2 LINRPOJARS FTAOGS ail
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 services.€ (Kaye,
2006)The projects promoted pediatric use of validated screening tools and helped providers integrate
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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 learnedthat § RS @St 2 LAy 3 &dz00Sa & ¥ dz«
GAGK LINPOARSNRBR GF1Sa STF2NI FyR | gAfftAy3aySaa G2
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Strategies for improving the quality of preventive health care and developmental services

G¢r NBSGSR LRfAOE aitSLla G2 ONBFHGS I O2YLINBKSYyaAgs
and tools, improved pediatric training, an enhanced reimbursement system, guality improvement

initiatives, and heightened parental involvement and awareness will be necessary to meet the needs of

82dzyd OKAf RNBY (Hal§pi20tb)K SA NJ FI YA f A S& d¢

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. (Halfon, 2005)

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

o Vs wnN 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 delay, and the in depth
FdaSaaySyid oKAOK F2ff2¢a (2 FdzZte dzyRSNERGIFIYR (KS
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
wholeprocess. d! 1 S@& aiGSL) Ay Y { Asyodvinding pediatFichiddsdionalsa @ a 0 SY 62 N
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
ONRGAOFE G2 I O2YYdzAdfon2008)RS aeaidsSyQa &adz00Saaoda

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 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

Research Review: Developmental Care and Systems Change
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continuing education on early childhood development and related services for health providers,
community agencies, and others.

The importance of linkage, beyond just referral

The comprehensivereportd . S8 2y R WSFSNNI fY t SRASOSADILIOENS £t AKS -
SYLKIFaAl Sa Y2NB &LISOATAOL f fcénneitifg$he cbild t6 e&ledlervigeF Ay 1 |
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 and supports, whether within the

LIN} OG A OS aSiirind 308) 2NJ 0 S&2yR®E

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 systemwide 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:

Use quality improvement strategies at the practice level.
Adapt well-child care systems to increasingly promote healthy child development.

3. Engage professional associations and umbrella agencies to identify and link developmental
resources within communities.

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

Research Review: Developmental Care and Systems Change
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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
FILYATftASa NB O2yySOGSR G2 Fff ySSRtiRsad uppsts OS & @ ¢
pediatric practitioners in screening and assessing potentially at-riskchA f RNBY |y R Ay St AOAGA
opinions and concerns and helps match children and their parents with needed services through a

OSYyiGNI £t AT SR NBTFSNNI f  kDyidrin, Q006 PSoviderltryiningt S&iiliyidualizzd & G SY ® ¢
to meet the needs of practices.d ¢ KS Y2ald SFFSOGAGBS GNIAyAy3a Aa F2O0dz
G2 AYRAQDGARdAzZ f LINF OGAOSad I aD GNIAYSNE YIS akKz2NI
continuing education credits, and free resource kits. They involve the entire office team, including nurses,

doctors and receptionists; and emphasize office-based change using clinical information and practical

0 2 2 HMGBiénplifies the complex 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 community-60 I 8 SR NB & 2 dzZNDOS & @ ¢CKS dalabD fAFA&2Y A
O2yyYySOUGSRQ 6AGKAY (K Sbed axiferhdipsicdesefubi@improding Bferdlz RSt K| &
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) Impro@S Tl YA f A S & Qupder@dsSiritlddingi 2 T2t f 2 6
assessment, referral and care coordination. The policy changes used within the states could be

summarized in three areas: 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 projectst2 & dzLJLJ2 NI NBFSNNI f | yYRk2NJ O22NRAYI GA2Yy :
codes for developmental screening to make it possible to track progress. Reviewing the eight states

generated a list of four factors which seemed to help ensure success:

Success factors

9 Astrategic plan (clarity about goals, objectives, policy priorities)

9 Broad stakeholder participation (all agencies)

9 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)

Research Review: Developmental Care and Systems Change
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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 f 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.

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

Summary
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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

GAGK LIKE@aAAOAlFIYyad GKNRdAAK2dzi GKS LINRPOS&aa 2F 'y AYRA
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 FRCs/Family Resources
Coordinators or with Individualized Family Service Plans (IFSP). 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 currently works.
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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
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Program in their offices. In addition to the need for their 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
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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 may have future opportunities to do so. Kids Get Care and the
YAY3 [/ 2dzyie |/ KAt{RRBEZNH Al SR AKONPAAGE ODK®ERNByQQa | O
including developmental 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. King County 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.

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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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 growing
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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 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, andstate. |  NB L2 NI SR F20dzaSR 2y (GKS O2yOSLIi 2F af A
Practice-Wide Systems Change, Service 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 EI 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 do so without having the capacity to accept those referrals
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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 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.

Early Intervention and Medical Provider Strategies

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

T Process
0 Engage all El providers in the conversation along with the county DDD
0 Learn from existing successful strategies, consider replication, and/or other pilots
9 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 post training from providers

Recommendations
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Implement a plan to educate hospitals and NICU programs about the El Program

9 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 El 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 touch points

9 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

9 IFSP follow up: implement process to create standardized IFSP summary forms that are
feasible for El providers

Support El 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

9 Provide technical assistance around planning for increased capacity

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

9 Pediatric Learning Collaboratives
T t Af 2002(YtAlyoA2 NI 0 A @Saé¢ 2NJ 20KSNJ adNF GS3aA
9 Collaborate with medical home efforts which support providers

Identify and promote key policy changes, including those that

1 Improve financing, quality, and sustainability of medical provider services around
development (e.g. developmental screening).

1 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 El Program

Recommendations
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Systems Level Strategies

Determine goals within the Early Intervention system through partnership efforts which build on
1y26y tA]1Ste aadz0O0Saa FIOG2NRE AyOf dzZRAyY 3

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

9 Broad stakeholder participation (all agencies and stakeholders)

9 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)

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: briefreviewoF NBFSNNI £ & a (kKSe& O2YS
9 Private services data: acquire data around children in private services

Help monitor and determine appropriateness of referrals

1 Work with partners like the 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

9 Evaluation and service capacity planning system wide
9 Plan to monitor referrals, evaluation, IFSP creation, and service provision processes as
referral increase

Leverage medical home and early learning efforts

i Encourage pilots to be implemented in King County
9 Facilitate communication and collaboration between early learning and health/medical
home efforts within King County

Recognize the larger systems issues and context of the Early Intervention Program within Early
Childhood Systems (including both Medical Home and Early Learning)

1 Continue to bring these efforts to both Medical Home and Early Learning discussions
9 Advocate for the inclusion of the Early Intervention Program in all planning around family
connections to community resources

Recommendations
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