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ABSTRACT

Background: Health care transition (HCT) service disparities are
evident for youth and young adults with intellectual and/or
developmental disabilities when compared to other populations of
youth and young adults with chronic conditions, resulting in service
discontinuities in accessing adult-focused care and acquisition of
developmental milestones associated with adulthood. Models of care
to address their unique needs for services have been reported to
advance acquisition of HCT outcomes.

Methodology: An innovative HCT service model, Peer Navigator
Employment Training Program (PNETP) is described in this paper. The
PNETP is a service-training model focused on providing HCT services
to youth and young adults and concomitantly training individuals with
intellectual and /or developmental disabilities to serve as HCT peer
navigators. The PNETP training program features a unique
partnership among intellectual and/pr developmental disability
service and employment agencies and a regional pediatric medical
center.

Preliminary Findings. A description of the PNETP is presented
together with pilot data describing the PNETP implementation.
Integral to the development of this model are the ongoing efforts to
gather data from potential and actual users. Parental input was
elicited for programmatic development. Descriptive data obtained
with the initiation of PNETP is presented.

Conclusions. Preliminary PNETP implementation and programmatic
pilot data suggest promise for its dual purpose of facilitating
employment opportunities for individuals with intellectual and/or
developmental disabilities as peer navigators in healthcare and
social service settings and services for transition-aged youth and
young adults. This specialty community health worker role shows not
only promise for HCT navigation but for other specialty care services
that would benefit from peer navigation support.
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1. Introduction

This paper will describe the Peer Navigator Employment
Training Program (PNETP) developed and implemented
at Children’s Hospital Los Angeles University Center for
Excellence in Developmental Disabilities (CHLA UCEDD).
PNETP has the dual purpose of providing training to
individuals with intellectual and/or developmental
disabilities (IDD) to acquire knowledge and learn the
skills to provide health care transition (HCT) services as
peer navigators to youth and young adults with IDD (YYA
with IDD) that assist them to facilitate their transfer of
care to adult-focused providers and transition to
adulthood. This innovative HCT service model is unique
among the HCT models published in the literature that
features a new HCT model of care as it addresses service
needs of the underserved population of YYA with IDD
while fostering the development of a heretofore
untapped source of workforce providers that offer new
opportunities for employment for the IDD population. As
will be presented in this paper, PNETP interns acquire
competencies comparable to the roles of community
health workers (CHWs) in the healthcare system.! PNETP
builds upon and expands the benefits, value and
potential of peer support/navigation for those with
childhood acquired conditions including those with IDD to
enable peers who are IDD self-advocates to serve as
direct service providers. Relevant to the development of
PNETP, we conducted a survey with 11 parents of sons
and daughters with IDD who had been through the
transition process. The research team gathered
descriptive data to improve understanding of the HCT
issues the YYA with IDD and their parents experienced
with the transfer of care to adult-focused providers and
interagency service systems to facilitate the transition to
adulthood. The purpose of this paper is to describe the
planning process of PNETP and its implementation.

2. Program Development Components

The PNETP draws upon several areas of HCT service
needs and adult-focused employment outcomes
identified in the IDD populations. This background section
will provide an overview of the following programmatic
and practice areas integral to the development and
implementation of PNETP. Background content includes
the following: a) HCT and YYA with IDD; b) IDD and
Postsecondary Education; c¢) IDD and Employment; d)
Peer Navigation; e) Community Health Workers; f)
Assessment of Need for Peer Navigator Services from a
Community Perspective; and g) Early PNETP Beginnings.

2.1. HEALTH CARE TRANSITION FOR YOUTH AND
YOUNG ADULTS WITH INTELLECTUAL AND/OR
DEVELOPMENTAL DISABILITIES.

The provision of HCT services involves an array of
services and supports to facilitate the transfer of care
and transition to adulthood. As has been asserted, “HCT
has been described as a compendium of provider-
oriented activities and outcomes that include the
development of an individualized and asset-oriented
transition plan ...; parental support to cope with the
adolescent’s role changes; transfer processing between
pediatric- and adult-focused providers; an identified
transition services coordinator; self-management training
and referrals to transition and adult-focused
services”.2p-13

It has been widely acknowledged that HCT service
disparities exist for YYA with IDD when compared to
other diagnostic groups of YYA with childhood acquired
conditions.34 Although reports of the numbers of youth
with childhood acquired chronic conditions who enter
adulthood are widely reported, with estimates cited of
approximately one million, comparable data on the IDD
population is not definitively known .57 Reported
estimates indicate that 1 in 6 youth have a developmental
disability (DD).8 . As recent national surveys report, the
DD and ID prevalence rates are on the rise. The 2021
prevalence rate of DD in children and youth ages, 3 to
17 years is 8.56%, higher than reported prevalence
7.40% in 20198; intellectual disability (ID) in youth ages
13 to 17 years is 2.35%, higher than the reported
prevalence in children ages 3 to 12 years? and ID
prevalence (1.41%) for 13 to 17 years, 2009 to 2017:
89 As the prevalence data indicates, there will be
growing demands for HCT services as the number of YYA
with IDD entering adulthood increases.

Adverse outcomes related to HCT disparities have been
reported in HCT planning that includes disengagement
from services, fewer HCT services and limited information
about health care resources.”.'% Several published reports
have highlighted YYA with IDD have more unmet needs
for HCT planning services given their lifelong challenges
for supports for learning, self-management, and
accessing services for primary care and specialty adult-
focused providers who feel comfortable and clinically
competent to provide care .5-7:10-12

2.2. INTELLECTUAL AND/OR  DEVELOPMENTAL
DISABILITIES AND POSTSECONDARY EDUCATION.

In the largest national survey conducted exploring post-
secondary outcomes of students with disabilities, the
National Longitudinal Transition Study-2 (NLTS2) findings
revealed disparate outcomes for those with ID as
compared to other groups of students with disabilities.!3
Young adults with ID have the lowest rates of post-
secondary education enrollment (29%) compared to
those with multiple disabilities (33%), autism (44%), and
deaf blindness (57%). Examination of post-secondary
education enrollment patterns found young adults with ID
were enrolled in the following programs in descending
order: 2-year community college (18.9%), vocational,
technical, or business school (16.4%) and 4-year college
(6.7%). All enrollment percentages when compared to
other groups of students with disabilities were lower,
including those with autism and deaf blindness. Other
findings reported young adults with ID were lowest
compared to other disabilities groups related to college
metrics of steady enrollment in school (44.5%) and full-
time enrollment (45.5%).

More recently, widespread efforts have been undertaken
to create more inclusive opportunities for students with
IDD in post-secondary settings.' Federal and state
leadership has promoted the needed investment and
legislation to enable the creation of 340 higher education
programs in 49 states and state level coordination of
postsecondary options for students with ID. It is now
estimated that over 6,000 students with ID are enrolled
in higher education programs.’s
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2.3. INTELLECTUAL  AND/OR
DISABILITIES AND EMPLOYMENT.
Employment rates for individuals with IDD vary
depending on the diagnostic category. Individuals with ID
have the lowest reported rates of employment compared
to other disability groups.’¢ Individuals with ID continue to
lag behind the metrics associated with employment and
rates of poverty. In 2022, the employment rate of
individuals with ID was nearly half of those without
intellectual disabilities (44.5% vs. 78.9%). Rates of
poverty for individuals with ID are considerably higher
(25.9%) as compared to individuals without ID (11.5%) -
nearly three times higher. 17

DEVELOPMENTAL

An earlier survey sponsored by Special Olympics
exploring employment profiles of adults with ID provided
disappointing findings. The Special Olympics survey
reported a lower percentage of adults with IDD, ages 21
to 64 employed; of whom nearly 50% work in sheltered
workshops. It is estimated that 28% of adults with ID have
never been employed. All were underemployed.'® In
addition, there is a demand from individuals with
disabilities for employment. According to the
2020/2021 National Core Indicators Survey conducted
by the California Department of Developmental Services,
62% of individuals with developmental disabilities who
are unemployed would like to have employment and
27% have job-related training. This demonstrates a need
for more employment opportunities for individuals with
DD and the creation of new employment pathways:1? As
the employment data on individuals with IDD continues to
reveal, employment rates remain persistently low despite
widespread efforts to foster employment training options
for the IDD community.

2.4. PEER NAVIGATION.

Variations of navigation models have been described as
an adjunct model of care to assist patients with accessing
needed resources and obtaining additional educational
materials. Navigation services feature in-depth
assistance with locating resources that may be difficult for
recipients to access being unfamiliar with the where, how
and what of services and supports that are available.
Navigators are focused on providing one-to-one
guidance using a person-centered approach that includes
responsiveness to recipient questions that arise as they
learn to navigate systems of care for which they have no
prior experience. Navigators are informational resources
that provide recipients’ in-depth understanding of types
of referrals services and supports made that extend
beyond information typically shared by health care
providers. Peer navigators can provide recipients with
basic information about agencies/organizations services
and assist with analyzing service options that are optimal
for recipients. Models of peer navigation have been
reported as an intervention approach with a myriad of
populations across the lifespan, often focused on
vulnerable and underserved populations. 2028 The
preponderance of research has been conducted with
adult populations; few studies have been directed to
youth with IDD. The unique focus of the peer navigation
model is the shared lived experience between the
support provider and the service recipient that enhances
the perceived value of service interactions.

2.5. COMMUNITY HEALTH WORKERS.
Community Health Workers (CHW) are non-licensed,
trained health supports who provide informational
resources, social support, navigation assistance, and
service referrals to community-based programs and
serve as liaisons between clients and health care team
members. Peer navigators could be considered a
specialized type of community health worker. According
to the American Public Health Association?,
A community health worker is a frontline public
health worker who is a trusted member of and/or
has an unusually close understanding of the
community served. This trusting relationship
enables the worker to serve as a
liaison/link /intermediary between health/social
services and the community to facilitate access to
services and improve the quality and cultural
competence of service delivery.
A community health worker also builds individual
and community capacity by increasing health
knowledge and self-sufficiency through a range
of activities such as outreach, community
education, informal counseling, social support
and advocacy.

Their approach to care is holistic and is based upon a
broad and inclusive concept of health that incorporates
biospychosocial, developmental and environmental
domains that focuses on the health-related social needs
and barriers, much like those identified by World Health
Organization (WHQO) such as financial resources for food,
housing and basic necessities. 2930 Currently there are 63,
400 community health workers. CHWs work in hospital
and community-based health settings.3! This service
model was originally adopted in low-resources countries
to address the health-related needs of unserved and
underserved populations. The CHW model was first
infroduced thirty years ago in the US; renewed interest
has sparked its application in diverse settings and
populations within the U.S. health care system.32

To date, there is not a widely accepted definition of a
peer navigator; however, there are role characteristics,
functions and responsibilities that share CHW
commonalities pertaining to the scope of practice
regardless of patient group across the lifespan and
settings. 3334 These role responsibilities include:
e Provide resource information on health-related
needs and community resources
e Facilitate access to health-related and community-
based programs
e Serve as a liaison between the care recipients and
members of the health care team
e Serve as an advocate
e Assist care recipients with navigating services and
programs
e Assist with identifying and eliminating barriers to
services.

2.6 ASSESSMENT OF NEED FOR PEER NAVIGATOR
SERVICES FROM A COMMUNITY PERSPECTIVE

As part of a larger study, eleven parents/legal
guardians were interviewed as to their perceptions of the
transition experience as we embarked with the
development and implementation of the peer navigation
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training program. This community-based participatory
research effort assisted with the development of the
PNETP.

2.6.1. Parent Interviews

After IRB approval was obtained, data were gathered
from 11 parents/guardians. Parents for this study were
recruited by distributing flyers and information sheets via
email to community-based parent support and disability
advocacy groups who have been members of the CHLA
UCEDD community partner network. Parent interviews
were conducted via phone, which lasted approximately
30 minutes. These interviews were audio-recorded and
transcribed. The interview guide contained 11 questions,
three of which queried parental interest in having their
son or daughter receive peer navigator services, the
feasibility of their children being trained as a peer
navigator and the potential benefits of a peer navigator
program. Gift cards ($50) were distributed to parents
following interviews.

Table 1: Parent Perspectives of Peer Navigation

2.6.2. Data Analysis.

Data were collected anonymously; therefore, limited
demographic data were available to report. The
Framework Method for Qualitative Analysis was used to
guide the data analysis. 35 Initially three research team
members (C.M., R.S., C.B.) independently coded three
interviews. After coding these interviews, the team met to
compare and contrast the coding performed amongst the
three team members. This comprehensive review set the
basis for subsequent reviews that were conducted by two
team members, wherein any conflicts that arose were
resolved during the coding process (C.M., C.B.). The final
analysis resulted in the following three themes generated
from the data as identified in Table 1, Theme 1: Parent
Perspective: Peer Navigation Not Feasible; Theme 2:
Parent Perspective: Child Could Be Peer Navigator; Theme
3: Parental Perspective: Peer Navigation Beneficial.

Interview Themes Parent’s responses

Theme 1; Parent
Perspective: Peer
Navigation Not
Feasible

idea though (Parent 7)

Yeah. Like | said, | don’t know that a person with disability would have helped [Son J] but
the families, they were helpful. You know, the families that have been raising their child
with Down syndrome, they were the ones that were helpful. But the child with Down
syndrome, | don’t know that [Son J] would have benefited from that. It’s an interesting

between us. (Parent 4)

No, it's not feasible because his disability is just too big. So he could not do it. What we
do actually, a lot of moms, is that we share information and we exchange information

For her specifically, peer to peer, | don’t know if my daughter would have the capacity to
comprehend that information. (Parent 1)

(Parent 1)

| mean she pretty much has a hard time just, yeah, no. My husband and | we pretty much
manage all of the agency related interactions, decisions and the school-based ones

Well, my son is nonverbal. He doesn’t have a lot [specific?] behaviors or anything like
that. But you know the nonverbal part can be difficult and like | said, he requires a lot of
one-to-one assistance. So sometimes being more independent is problematic. So that’s why
I’'m saying that that would probably be a barrier for him. (Parent 3)

Theme 2: Parent
Perspective: Child
Could Be Peer
Navigator

I’'m sure everybody’s trainable but he would need a lot of supports and services. Even
now, we have the technology, so you could, you know, teach him, he would be able to
type out that thing, because, you know, verbalizing is still difficult. But if he received the
right kind of training [INDISTINCT] now because he’s an adult, it would take longer time
than had it been done when he was younger, because, you know, younger brains are a
little bit easier now they say. But yes. (Parent 10)

Yeah. | am a believer of any person, no matter his abilities, his medical condition, can
have the opportunity to train and to work, with the support of someone (Parent 11)

Heck, yeah. [LAUGHTER] Obviously, in [daughter L.]'s case, it would be a partnership.
[LAUGHS] You'd get two for the [bang?] over here. | guess | would be the job coach
person or whatever. Because while she, you ask her a question, the answer is in her head.
We've just got to get it out. [LAUGHS] As to whether it's a dry erase board, or a device,
or something. So, it would need to be that. (Parent 9)
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Theme 3: Parental
Perspective: Peer
Navigation Beneficial

Oh yeah, for sure. (Parent 8)

Absolutely. (Parent 10)

Oh. Of course. That's for us parent we all get lost. We get lost especially on the medical
area. But if you want to make a change, it is essential to create a database with doctors
where we can go. (Parent 11)

Oh yeah. | mean, and twofold. One, obviously, He closer that that person or that family fit
who it is they're helping, the better. Because they're going to have experience with the
same, or at least similar kinds of issues, that the new family, be it ourselves or whomever,
would have. But also, back to the whole friendship thing. [LAUGHS] Maybe it becomes a
friendship type of thing. (Parent 9)

Yeah, | think so. | mean that’s always helpful. (Parent 6)

correctly. (Parent 4)

Yeah, it would be a good thing, someone to know the system. But also, | would like to
point out that navigating through the system, it's really very, very much stressing, and it’s
very much [exasperating?]. You know, for me, it would be a good thing, a coordination
between the different services that they have, you know, pediatricians and, you know, the
different needs that he has, you know, to they coordinated and to do the transition

| absolutely do believe that. | absolutely do (Parent 5)

Oh sure, yeah (Parent 1)

Yeah, potentially. (Parent 3)

2.6.3. Survey Findings

Eleven parents all of whom were mothers participated in
this study. Two were parents of daughters. One interview
was conducted in Spanish.

As presented in Table 1, Theme 1: Parent Perspective: Peer
Navigation Not Feasible, five parents felt becoming a
peer navigator would not be a feasible employment
option for their children. These reasons were predicted on
the level of involvement of their children’s disability. One
of the parents mentioned that their child’s “disability is
just too big” (Parent 4); another parent noted her son is
nonverbal. Remaining parents believed becoming a peer
navigator would be a feasible employment option for
their children; however, some expressed caution as
exemplified by this parent’s response, “I'm sure
everybody’s trainable but he would need a lot of
supports and services” (Parent 10). Theme 2, Parent
Perspective: Child Could Be Peer Navigator. Several
parents acknowledged their children could be peer
navigators. As presented in Theme 3, Parental Perspective:
Peer Navigation Beneficial, parents comments included
positive affirmations such as, “I absolutely do believe
that. | absolutely do” (Parent 5). Another parent
remarked the benefits could be attributed to the
following circumstances “...because they’re going to have
experience with the same, or at least similar issues”
(Parent 9).

2.6.4. Survey Discussion.

These comments provided the team with additional
insights and understanding about parents’ perspectives
about the peer navigator training program that guided

our training efforts. As these findings indicate, these
parents expressed a mixture of perspectives about the
proposed peer navigator program. Parents whose son or
daughter have more severe levels of IDD involvement
shared that the peer navigator program would not be
feasible as either a service recipient or peer navigator.
Other parents regardless of their son’s or daughter's level
of involvement expressed aspirational remarks about the
potential of their children engaging as a peer navigator.
There was widespread agreement that training
individuals with IDD to become peer navigators would be
helpful as parents expressed that assistance with the
challenges with accessing transition and adult-focused
services would be beneficial.

The findings of this descriptive study provided the study
team with informed insights with the early development
of the peer navigator program. Their input was
integrated into the training framework as peer navigator
training modules and outreach strategies were
developed as described in this paper.

2.7. EARLY BEGINNINGS.

Starting in 2022, our transition team at the CHLA UCEDD
was initially awarded one-year funding from the
California Department of Developmental Services to
develop a peer navigator program, focused on HCT then
called the Innovative Peer Navigator Employment
Program in parinership with a local regional center. Two
Peer Navigators who received training during that
funding period provided HCT services to 21 YYA with
developmental disabilities. This program, now known as
the Peer Navigator Employment Training Program

© 2025 European Society of Medicine 5



(PNETP) received funding in April, 2024 for two years
from the Mitsubishi Electric America Foundation (MEAF) to
expand and extend the program to train a larger
number of individuals with developmental disabilities as
peer navigators and provide health care transition
services to more YYA with IDD.

3. Peer Navigator Employment Training

Program Partnership.

The PNETP is a paid internship program for individuals
with IDD aimed to provide marketable work skills in an
integrated setting that can lead to inclusive and paid
employment in healthcare and social service settings.
PNETP combines partnership activities between two
divergent service systems designed for dissimilar missions
and goals yet integrates them into an innovative training
program to achieve its dual training and service
purposes.

3.1. COMMUNITY-BASED ORGANIZATIONS.

The Paid Internship Program (PIP) is an employment
initiative of the California Department of Developmental
Services. The aim of PIP is to foster employment
opportunities for individuals with IDD who receive services
through statewide regional centers, non-profit agencies
whose organizational purpose is to develop, purchase,
and coordinate services for individuals with IDD. This is
accomplished through paid internships, wherein interns
are paid at least minimum wage or more up to 1040
hours per year to learn vocational skills in a training
program. The goal of these training programs is to
provide needed job skills for interns to be hired in a
competitive integrated employment setting.3¢ Since its
inception, PNETP has established PIP partnerships with
several RCs and job training agencies that have enabled
the recruitment of eligible applicants into the PNETP with
PIP funding, which includes provision of a job coach who
focuses on professional development behaviors of interns
such as abiding by institutional workplace practices and
policies.

3.2. THE CHLA UCEDD TRANSITION TEAM.

The training staff (CB, CM, RS) developed and
implemented the Peer Navigation training program. This
program is a product of the transition team’s extensive
experience and expertise in health care transition,
navigation model development, and provision of services
and supports and community-based programmatic
efforts for the IDD population. The CHLA UCEDD
partnership provides an instructional and clinically based

training program enabling interns to provide HCT
services to transition aged youth/young adults who
receive services at CHLA. The CHLA instructional team
and PIP job coaches work collaboratively as a training
team with the enrolled interns.

5. Peer Navigator Employment Training

Program Framework

The PNETP Framework is an integration of several
conceptual approaches that have guided the
development of the curriculum. The Health Care Transition
Research Consortium HCT model embraces a lifespan
ranging from early adolescence to emerging adulthood
that is comprehensive in it approach addressing four
domains of the lived experience -Individual,
Family /Social Support, Environment, and the Health Care
System during the transition period (Figure 1). Some of
the underlying assumptions of the model include the
following:

e Health planning embodies a lifespan approach
wherein children are supported throughout their
development to achieve their highest level of
functioning while learning to self-manage their
condition; thereby enabling them to achieve their
goals more easily for adulthood pertaining to the
Individual, Family/Support, Environmental and
Health Care System Domains.

e Health care ftransition care starts with an
adolescent/family centered framework and
migrates to an adolescent-centered framework
and throughout adolescence and emerging
adulthood that depends on providing services that
are evidence based and appropriate for the
biopsychosocial developmental stage of the
adolescents and emerging adults with special
health care needs and his or her family /social and
environmental supports .37.p-6

Concepts associated with patient navigation have
been integrated and adapted to this service model
that have been previously described. 20-28, 33,34
Additionally, our PNETP team member (CM) initiated
a parent navigator model six years ago composed of
four parent navigators who have provided services to
over 6,000 families. Drawing upon this experience,
the parent navigator model experience has been an
invaluable asset with the development and
implementation of the PNETP.38
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Peer Navigator Employment Training Program

Figure 1

6. Peer Navigator Employment Training

Program Training Program

The PNETP is a 6-month training program. For the first
two to three months of the program, the focus is on the
acquisition of knowledge and skills needed to function as
a peer navigator. These skills involve case management,

Box 1. The Peer Navigator Employment Training Program

ethics and boundary setting, person-centered thinking,
and communication. The PNETP training program consists
of the following curricular elements: a) instructional
modules; b) group instruction; c) 1 to 1 coaching; d) job
shadowing; e) clinical practice; f) conferencing as
presented in Box 1 that are described in detail below in

6.1.

Instructional Modules

summary

Interns view a total of 18 modules that provide in-depth information about the topic. Each
of the modules consist of PowerPoint slides and videos. The module contains behavioral
objectives, video recap, role play, practice /knowledge review scenarios and content

Group Instruction

Training cohorts consists of 2 interns who proceed through at the same pace enabling
discussion of the materials reviewed with the modules and sharing of peer navigator
sessions /experiences with transition-aged youth and their families for feedback.

1 to 1 coaching

navigator.

Both the PNETP and job coaches provide 1-to-1 coaching with a different focus. The job
coach focuses on the “soft skills” associated with professional behavior such as
appropriate communication interactions with providers and YYA and families; arriving on
time for work and meetings; responsive to work deadlines. The PNETP instructor focuses on
the development and acquisition of content and skills related to becoming a peer

Clinical practice

experience.

Once the didactic portion of the training program has concluded, the interns learn to
apply what has been learned via the instructional modules. Interns will be assigned
transition-aged YYA who have been referred to receive peer navigator services. Each
intern is expected to carry a caseload of at least 10 YYA over the course of their training

Job Shadowing

modules in practice.

Each of the interns are provided job shadowing experiences. The interns are assigned to
observe the provision of navigation and/or health care transition services. These
observations experiences are designed to enable interns to observe the actions of
experienced professionals who provide these services. It is an opportunity for interns to
closely monitor the professional activities associated with being a navigator focused on
health care transition services and supports and see what they have learned in the

© 2025 European Society of Medicine 7



Conferencing

Each intern meets weekly with the project clinical experts to present the YYA and families
they are currently assigned for review and advisement as well as clarity of more
medically complex participants. The intent of these meetings is to provide interns with
practice recommendations that may not have been previously considered and service
enhancements with the current plan of care.

The didactic portion (instructional modules, group
instruction,1 to 1 coaching) is followed by three months of
supervised job training (1 to 1 coaching, job shadowing,
clinical practice with providing peer navigation services
to transition-aged YYA with IDD and their families. Peer
Navigators learn office behavior, resource development,
case management and service referral skills. Peer
Navigators will learn information on how to make
referrals to adult-focused primary and specialty health
care providers and the community-based services for
employment, postsecondary education, community living,
and social, recreational, and leisure activities.

navigator and the provision of HCT services and supports.
PNETP curriculum provides interns with detailed
information about the components of the transfer of care
to adult-focused providers that include locating primary
and specialty providers in their communities of choice,
enrollment in health insurance plans, and coordination
with  CHLA inhouse pediatric providers. Interns learn
about the extensive array of community-based transition-
and adult-focused resources based upon individualized
needs. These resource referrals are typically for
postsecondary educational programs, job development
and placement and recreational interests. Each of the

modules contains learning objectives, informational
content, videos, links to resource websites and practice
reviews. Completion time for the modules will vary
depending upon the learning needs and pace of
progression for interns; generally, interns’ immersion in
modules takes four to six weeks. The description of
modoules is presented in Box 2.

6.1. PEER NAVIGATOR EMPLOYMENT TRAINING
PROGRAM INSTRUCTIONAL MODULES.

The PNETP consists of 18 modules designed to provide
interns with comprehensive subject matter to learn content
needed to function as a peer navigator. The instructional
modules cover content on the knowledge and skills
needed to learn about the role responsibilities of a peer

Box 2: PNETP Instructional Modules
Module 1: Introduction to Peer | The focus of this module is to introduce interns to the history of Peer Navigation at
Navigation Employment the CHLA UCEDD. Introduced to the PNETP, its overall program aims and goals and
Training Program program expectations.

Interns are introduced to the practice of health care transition (HCT) and the role of
related organizations: the school districts, Department of Rehabilitation, and
Regional Centers. They are provided introductory information about the HCT
process and the transfer of care procedure.

Module 2: Introduction to
Health Care Transition

Module 3: Professional Skills
and Conduct

In this module, interns learn about workplace expectations for job performance, and
appropriate styles of communication with co-workers, youth, and families. They
learn expectations for being a member of the PNETP team.

Module 4: Introduction to
Developmental Disabilities

The focus of this module is to provide interns with an understanding of the conditions
described as developmental disabilities. The diagnoses of focus are the eligibility
criteria to receive regional center services in California: Autism, Intellectual
Disability, Epilepsy, Cerebral Palsy and the 5 Category.

Module 5: Family Centered-
and Youth-Centered Care

The core concepts of Youth- and Family Centered Care that serve as the
foundational basis of services provided are reviewed. Interns are introduced to
culturally sensitive family support groups and how to address these needs of
families without judgment.

Module 6: Communication As presented in this module, the interns learn about the importance of communication
with those that they serve. Communication types are reviewed that include written,
verbal, and non-verbal communication. Strategies to minimize communication miscues

are reviewed.

Module 7: Case Management | Interns are presented with an overview as to what constitutes case management.
Strategies to respond to youth and family needs as a PN are presented and how to

identify unmet needs of program participants.

Module 8: Cultural
Competency

The influence and importance of cultural beliefs and values of the youth and
families served and its influence on service provision are discussed and how to meet
the needs of individuals who may have different priorities than the intern.
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Module 9: Health Care
Transition: Part |

An overview of the health care transition process that involves the transfer of care
to adult-focused providers is presented. Tools used to assess transition readiness
and outcomes associated with the health care transition process are reviewed

Module 10: Health Care
Transition: Part 2

In this module, interns are provided with more in-depth information about the HCT
process such as how to find medical information, insurance card information and
common key terms they will encounter when working with patients. Interns learn to
complete a HCT

Module 11: Health Care
Transition: Part 3

Information provided in this module focuses on the gaining an understanding how
healthcare can impact all areas of an individual’s life and their personal goals and
applying that understanding to youth and family interactions. Interns are provided
examples and opportunities to provide to program participants to assume more
autonomy in their healthcare during the health care transition process.

Module 12: Regional Centers

The regional center network, composed of 21 regional centers is the California IDD
service system providing life span services/programs. Information is provided about
eligibility for Regional Center Services, the history of the Lanterman Act and the
establishment of Regional Centers. Interns are given strategies to request specific
Regional Center services, documentation needed to request services, and how to
navigate service denials.

Module 13: Social,
Recreational and Community
Integration

The relevance of addressing social recreation and community integration as a
component of peer navigation to foster more inclusive activities are presented.
Understanding the difference between being in society and being a member of
society is discussed.

Module 14: Employment
Services and Supports

Interns are provided with information as to the rights and protections individuals
have when seeking employment and being employed. Employment resources
available for youth and young adults are reviewed.

Module 15: Education
Supports

Review of the postsecondary educational programs to support individuals with
disabilities with financial assistance, access to accommodations, and the differences
between high school and postsecondary education accommodations are provided.

Module 16: In Home Support
Services (IHSS)

Interns learn about the IHSS program and what assistance can be provided to
families. Type of assistance, program eligibility, and the process to apply for and
receive IHSS is reviewed.

Module 17: Independent
Living Services

An overview of the services and supports available for individuals with disabilities
to live independently in the community and home of their choosing is provided.
Interns are informed about the differences between different living services and
how to request the appropriate living service.

Module 18: Person-centered
Planning

The Person-centered Planning approach and person-centered thinking to providing
services and resources as a peer navigator is presented. Introduction to types of
person-centered tools is provided and how to progress towards goals is monitored
in PNETP.F

6.2. GROUP INSTRUCTION.

The scheduling format for training PNETP interns
incorporates group instruction. Group instruction involves
the interns getting together with the peer navigator
training instructor and often the job coach. It is during
these sessions; discussion is held to facilitate exchange
between the interns about what they are learning based
upon the person-centered plans that they are developing
and implementing with the YYA with IDD in their
caseloads as each will be characteristically different
based upon the PCP individualized needs. During these
“check-ins” interns meet in a small group and will provide
a quick summary of what they are working on for each
of their cases (without sharing private health information
[PHI] and when they intend to follow up with their
program participant. If an intern puzzled by a case, the

group can brainstorm together how to overcome a
barrier. Depending on the community of choice of YYA
with IDD served, the local resources will differ, yet it is an
opportunity for each of the interns to learn about other
available resources in the community. Additionally, the
HCT needs of the interns’ YYA with IDD caseloads will
have variation pertaining to an array of different
community-based resources (i.e. job training and
placement agencies, recreational and social groups) that
provide other opportunities for learning new information
to enhance peer navigation knowledge and skills.

Group instruction provides opportunities for development
of the “soft skills” associated with workplace behaviors.
These soft skills include respectfully listening to the intern’s
discussion about their caseload, supportive and
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encouraging comments as discussion ensues and
thoughtful recommendations are shared.

6.3. 1 TO 1 COACHING.

Both the job coach and PNETP training coordinator meet
individually with the peer navigator interns to provide 1
to 1 coaching, although each trainer's coaching will have
a different focus. In 1 to 1 sessions with interns, the job
coach provides feedback on workplace conduct such as
communication with co-workers and supervisors as
working in a health care setting is a new experience for
the interns. The job coach assists interns in acclimating to
a new work environment as it pertains to policies and job
expectations such as dress code and providing guidance
with online employee orientation program. As well, the
job coach will coordinate feedback in 1 to 1 sessions
based wupon conferring with the PNETP training
coordinator about the job coach’s observations noted
during the PNETP training.

6.4. JOB SHADOWING.

Job shadowing has been a long-standing practice that
has been used to assist individuals with IDD to obtain the
skills and knowledge to learn necessary role
responsibilities of an employment position. The job
shadowing experiences are scheduled at least once
during their PNETP training. Interns shadow CHLA
employees involved with providing navigation, including
parent navigators38 and health care transition services. It
is during these experiences they observe the
demonstration of services by a provider that they will
eventually learn to do. Job shadowing enables the interns
to observe provider role modeling as it pertains to
communicating with YYA with IDD/chronic conditions and
their families and contextualize what they learned in the
modules in practice. Interns observe discussions pertaining
to the needs of YYA with IDD and their families and the
support and referrals that are generated in response.
Those who are job shadowed will engage in debriefing
following each clinical encounter providing contextual
information about the interaction such as rationale for the
suggested referral, provider observations about the YYA
with IDD and families. Interns are encouraged to ask
questions of those that they shadow.

6.5. CLINICAL PRACTICE.

Once the didactic portion has been completed, interns
apply what has been learned to YYA with IDD and
families referred to PNETP. Their initial contact begins
with a review of the reasons for the referral, whether it is
from the Center for Healthy Adolescent Transition (CHAT)
program or primary care clinic. The CHLA CHAT program
is a hospital-wide HCT program that prepares patients
for transition and referrals for adult-focused care for
specialty care centers without transition-specific
programs.3? The PNETP intake involves a comprehensive
assessment of HCT needs that serves as the basis for the
person-centered plan as demonstrated by these areas of
assessment: a) patient information pertaining to
diagnosis, demographics, regional center enrollment; b)
health care information including current primary and
specialty care providers, insurance plan, medications,
daily condition management tasks; ¢) educational
information related to type of educational program that
the YYA is currently enrolled in, access to IEP /504 Plan,
provision of accommodations, academic aspirations; d)

employment data that includes access to Department of
Rehabilitation, current/previous employment, needs for
accommodation, transportation use; e) independent living
situation related to current and desired living
arrangements, status of independent living skills, previous
living skills training; and f) social recreational information
consisting of interests and hobbies, social network,
extracurricular activities.

This initial intake provides the basis for development of
the Person-centered Plan (PCP). The Person-centered
Plan, generated in consultation with YYA with IDD and
family members is formulated using different PCP
templates as it applies to each area of HCT needs and
the best options for the program participant to plan their
future goals. After goals are defined, next steps, and
resources needed, interns track progress towards transfer
of care and transition to adulthood with a summary sheet
and cross off steps as they are completed. Goals are
identified together with the actions needed to achieve
goals. The PCP process is continuous with ongoing contact
with YYA with IDD and family typically on a weekly basis
that may involve several contacts during the week. During
the PCP's implementation, new needs may be identified
requiring revisions of the original PCP. Cases are closed
once the PCP goals are obtained or the family and
participant are confident in transfer of their services and
transition options.

6.6. Conferencing.

Each week conference time is scheduled for one hour for
each with the clinical faculty members of the project (C.B.,
C.M.) to review the status of their service activities with
the assigned youths of their caseload. To effect optimal
supervision, interns present their cases using a structured
presentation outline. These experiences enable interns to
consult with PNETP staff for additional input and insights
designed to generate other options /recommendations for
the PCP. For example, project staff may provide specific
recommendations for the transfer of care to adult-
focused providers given previous experiences with
providers’ referrals. Conferencing template provides
interns with a guide for sharing information about the
youths they are presenting that includes the following
items for presentation: current diagnoses, medications,
YYA with IDD identified-needs, barriers to achieving PCP
goals, and conferencing recommendations.

7. Peer Navigators Process and Progress to
Date.

Currently, two Peer Navigators have completed PNETP;
three are enrolled in PNTEP and four are scheduled to
begin in early 2025. The goal of PNETP is to enroll 16
Peer Navigators over the next two years having
provided services to approximately 160 YYA with IDD.
An important outcome of PNETP is to facilitate the
employment of Peer Navigators in health or social
services settings as well as provide transition support for
transition-aged YYA to facilitate their transfer of care to
adult-focused health care providers and assist with the
transition to adulthood.

7.1. RECRUITMENT AND SCREENING PROCESS.
Peer navigator interns have been recruited from the
following agencies/organizations: regional centers (6),
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school districts (3), and job training agencies (8) in our
catchment area wherein CHLA UCEDD is located. Box 3
contains the Peer Navigator Expectations included in the
recruitment mailers sent to the network. Eligible
candidates are referred to PNETP by affiliating agencies
for team review. For example, the regional centers will
perform an initial screening to review expectations and
details about the PIP portion of the PNETP program. If
needed, a transportation plan will be made to facilitate

Box 3: Expectations of Peer Navigator Interns

access to PNETP. PNETP screening process involves a
phone screening interview with the applicant to determine
their interest and skill set (i.e., computer skills that include
use of software programs and accessing the internet).
Following initial screening, applicants are then scheduled
for a formal interview with the project team. Applicants
are also asked to provide references for additional
screening review. For applicants who are accepted into
the program, the onboarding process begins.

e Have an understanding of office etiquette.
e  Work professionally with others on a team.

e Complete assignments.

e  Work for at least 20 hours per week consistently.

e Have employment goal(s) related to working in Health Care/Social Services
e Receives Adult Services from their Regional Center and eligible for the Paid Internship Program (PIP)
e Able to transport self to and from a physical work location as needed.

e Able to safely navigate an office building after an orientation with minimal supervision.

e  Familiar with technological applications such as Microsoft office and email.
e Desire to perform well and complete work in a timely manner.

® Maintain a caseload of at least 10 individuals at any one time.

7.2. TRAINING COMPETENCIES

Each of the training modules contains behavioral
objectives that interns are expected to achieve. These
competences include learning to provide resource
information, service coordination and referrals as it
pertains to the following transition and adult-focused
areas of service need:

e Transfer of care from pediatric to adult-focused

health care

e Postsecondary education and training

Box 4: Interns Performance Activities as Peer Navigators

e Employment resources for job training and placement

e Community-based resources for independent living
and community integration

These competencies are achieved through the training
program instructional units previously described.
Examples of the guided learning activities that enable
interns’ acquisition of training competencies are
presented in Box 4.

Services needed to attain IPP goals.

Attending an Individual Program Plan (IPP) meeting with an individual and their Service Coordinator to advocate for

Assisting and individual with filling out a job application, writing, and submitting a resume and cover letter.

Brainstorm with an individual different steps to take to achieve a career goal, such as educational requirements and
application process and then completing smaller steps towards the goal with the Program Participant.

Following Ip with Program Participants weekly to check in, offer next steps, and receive a status report.

7.3. PEER NAVIGATOR EMPLOYMENT TRAINING
PROGRAM EVALUATION.

Evaluation of PNETP involves several different strategies.
All PNETP interns are administered the PNETP pre and
posttests. These tests are administered at the beginning
and at the conclusion of PNETP to assess the acquisition
of learning that has been achieved in the training
program. These items are based upon the behavioral
objectives of each of the modules. Throughout PNETP,
interns are provided ongoing feedback about their
acquisition of knowledge and skills to become a peer
navigator. Additionally, the PNETP team meets on a
weekly basis to review the training status of PNETP interns
in terms of progress with acquiring competencies and
possible needs for remediation. Our team is in the process
of conducting a qualitative study with recipients of PNETP
to explore their satisfaction with services received and

their own identified HCT outcomes. We will be conducting
virtual/in person interviews to gather the following data:
a) analyze if there is potential to facilitate the transition
process, reduce the amount of discontinued services with
the IPNEP and PNETP; b) explore the experience and
satisfaction with the peer navigator services received by
transition-aged young adults with IDD; and c) gather
information on the peer navigator services received by
transition-aged young adults with IDD. Eventually, it is our
intent fo use more robust methods to examine the
effectiveness of this program as it pertains to
employment and HCT outcomes.

8. Discussion

As has been presented in this paper, the PNETP is an
employment pathway program designed to train
individuals with IDD to learn the skills and knowledge to
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function as a peer navigator in healthcare or social
services agencies/organizations. PNETP is both an
educational and service innovation designed to achieve
two separate but interrelated outcomes: a) develop and
implement employment opportunities in competitive
employment settings for individuals with IDD; and b)
provide HCT services to underserved YYA with IDD and
their families.

8.1. EDUCATIONAL ADJUSTMENTS AND IMPLICATIONS.
Since this program was first initiated in 2023, the training
modules have undergone ongoing revisions as our
program progresses forward with our dual aims of
training interns to become Peer Navigators and provision
of HCT services to transition-aged youth and young
adults. Revisions with the modules are generated based
upon the training input of the interns who share with the
training team their requests for additional information
and/or clarification of content presented. Other revision
recommendations have been generated by members of
the PNETP Advisory Committee. As a result, other modules
have been added as a means of enriching the content
provided to interns. As an example, modules on
conservatorship and alternatives to conservatorship,
including supportive decision making were added to the
modules given the repeated intern encounters with
families and youth who needed information on these
topics. The content of the PNETP has focused on the
following areas of emphasis that included communication
skills, service coordination/case management, referrals to
transition/adult-focused  community-based  agencies
involved with adult-focused health care, education,
employment and community living, similar in part or in full
to other types of peer navigation programs reported.
33,34/40-43 Some studies have been published focused on
the provision of navigation services for transition-aged
youth. For example, a recently reported peer navigator
project focused on the provision of transition services to
youth with sickle cell disease using CHW 41; another
project reported about peer navigators’ (social workers)
provision of HCT services to YYA with chronic conditions.4°
Researchers recently reported perspectives offered by
divergent groups of consumers, parents and providers
about mental health services provided by peer
navigators for transition aged youth. 4243 The PNETP is
unique as it is a service-training HCT model addressing
both the service and training needs of the IDD community.
The PNETP is composed of similar training elements as
reported in other peer navigator programs; the PNETP is
approximately 500 hours in length, considerably longer
than has been noted in other peer navigation programs,
which have been reported from a few hours in length to
several weeks. 33 Another feature of PNETP, which is
distinctly different from other reported navigation
programs is the recruitment of individuals with the IDD
lived experience and with limited to no previous
experience in health care. The PNETP implementation was
made possible with the innovative use of the PIP program
funded by the California Department of Developmental
Services and partnership with the regional center.

Currently, the project team is building upon the
PowerPoint presentations in each of the 18 modules to
create peer navigator instructional materials that align
with the curriculum requirements of an Apprenticeship
Certificate program for peer navigators to be hired as

CHWs in California. Funding was awarded by the CA
Department of Industrial Relations, Division of
Apprenticeship Standards (DAS) which has oversight on
the development and implementation of vocational
apprenticeship  programs.44 The peer navigator
curriculum for the PNETP program will be modified and
upgraded to meet the state level requirements. The more
stringent requirements for this program are specified in
the state-issued guidance for CHWs. 45 It is anticipated
that once interns complete the Peer Navigator
Apprenticeship Certificate program, they will be eligible
for employment as CHWs in health care and social
service agencies throughout the state.

This recently initiated endeavor brings new challenges as
the team is working with an entirely new and different
state agency that is not affiliated with health care, but
rather employment. For as their mission states, “California
Division of Apprenticeship Standards (DAS) consults with
employers to develop a skilled workforce with viable
career pathways to increase productivity and strengthen
our economy”.#4 It is anticipated that this new educational
effort will create the onramp to fostering partnerships
with degree-granting postsecondary institutions to
enable new and enriched workforce participation in
healthcare and social service settings.

8.2. PRACTICE ADJUSTMENTS AND IMPLICATIONS.

This project introduces an innovative service-training
model in health care and characteristically different than
the typical employment options for the IDD population
that have been focused on environmental services,
grounds cleaning and maintenance occupations and
administrative  support. Unlike other employment
pathways reported in healthcare settings, this training
program is focused on the provision of direct services and
supports to YYA with IDD and their families. Although, the
service focus of PNETP is on the provision of health care
transition services, this training -service model could be
adapted for other populations in need for peer
navigation services such as families whose children have
complex health care needs, parents whose infants and
toddlers receive early intervention services and older
age groups who have ongoing needs for services such as
the elderly. Peer Navigator programs have shown
promising success with a variety of people, such as those
with mental health conditions, reintegrating info the
community after a jail sentence, HIV health outcomes, and
community living outcomes for people with disabilities.23-
25, 46 The PNETP model is based upon the community
health worker model and has the potential of being
adapted in health care and social service settings as a
more economically feasible model of care for health care
transition planning.

8.3. RESEARCH ADJUSTMENTS AND IMPLICATIONS.

Scant research exists pertaining to the use of the Peer
Navigation model with YYA with IDD and their families
and indeed with any population of YYA with childhood
acquired chronic conditions.3! Most papers published
examining peer navigator programs have been
descriptive studies; few quantitative papers have been
published.33 Additionally, few peer navigator-focused
studies have been conducted with pediatric/adolescent
populations. 40-43, 46-48 To date, few navigation studies
have been reported focused on adolescents/young
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adults. 40-43 As reported, when this project was initiated,
qualitative data were gathered from 11 parents as to
their perspectives about the utility of this project. To date,
parents’ input on the feasibility of and benefits accrued
from receiving HCT peer navigation services for the YYA
with IDD has not been reported.

Currently several research efforts are underway and
planned. Follow-up data are currently being collected
from YYA who have received PN services. Interview data
will be collected as to their satisfaction with services
received, helpfulness of services received, and outcomes
of services received. Other planned investigations include
analysis of type of referrals made and employment
outcomes of peer navigators.

8.4 PEER NAVIGATORS PROGRESS AND OUTCOMES
TO DATE.

Currently, two PNs have completed PNETP; three are
enrolled in PNTEP and four are scheduled to begin in
early 2025. The goal of PNETP is to enroll 16 Peer
Navigators over the next two years having provided

services to approximately 160 YYA with IDD. An
important outcome of PNETP is to facilitate the
employment of Peer Navigators in health or social
services settings as well as provide support for transition-
aged YYA to facilitate their transfer of care to adult-
focused health care providers and assist with the
transition to adulthood. At this time, one of our PNs from
the first cohort had obtained full-time employment in
social services, working with transition-aged youth.

9. Conclusion.

A service-training model, the PNETP has been developed
and implemented to create an employment pathway for
individuals with IDD in health care and social services
settings and provide HCT to YYA with IDD to facilitate
their transfer of care to adult-focused providers and
transition to adulthood. This innovative model of care is
unique both as a navigation and HCT model that has
potential effect new opportunities for employment and
services for the IDD community.
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