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Introduction

State intellectual and developmental disabilities (IDD) agencies use funds from Medicaid
Home and Community-Based Services (HCBS) waivers to pay for employment and

day services. The Centers for Medicare and Medicaid Services (CMS) has clarified that
individual competitive employment is the preferred outcome of employment supports
offered within HCBS waivers (CMS, 2011, 2014). However, while people with IDD want to
work and employers want to hire, state IDD agency funding strategies do not consistently
support long-term growth in integrated employment, and state IDD agency investment

in integrated employment varies widely across states (SELN, 2015; Winsor et al., 2025).
How waivers are structured—through contracting methods, payment rates, and service
definitions—can shape access to employment for individuals with IDD (Nord, 2020; Winsor
et al., 2017).

This summary describes the fourth research activity on state HCBS waivers that
support people with IDD in employment and day services.

» In study 1, we cataloged state IDD agency employment service contracting methods
and service payment rates for each of the 50 states and the District of Columbia to
describe and categorize financing policy within approved Medicaid waivers (1915¢, i, j,
and k) that serve individuals with IDD.

» In study 2, we used this catalog to conduct quantitative analyses to identify waiver
features associated with higher integrated employment service participation. For a full
description of this analysis and its findings, please see Research to Practice Brief #67.

» In study 3, we created a Delphi Panel to further clarify which waiver elements
are perceived as most important to state IDD agency staff to increase integrated
employment. After the Delphi Panel, we held focus groups and interviews with
individuals with IDD and their families to understand their priorities with employment
services and whether they were similar or different from IDD agency staff priorities.
Please see Research to Practice Brief #68 for key findings from this analysis.

For the fourth phase of this project, presented here, we conducted a qualitative study
using online focus groups and interviews with adults with IDD and their family members
to examine their perspectives on the employment and day services. Specifically, we
asked questions about:

» the effectiveness of services and their financing structures

» strengths and gaps within the existing service delivery system

» recommendations that people with IDD and their families have for the IDD agencies
and Medicaid Authorities
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In this brief, we will:

» Describe how we used the interview and focus group process in this study

» Summarize what people with IDD and their families said are the most important things
for waivers to fund to increase employment participation

» Highlight key considerations for policymakers and providers

~

» ldentify next steps for research and practice

Methods

We conducted online focus groups and interviews to allow people from across the US to
participate. Eligible participants were adults with IDD who currently use or previously used
IDD HCBS waiver services, as well as their family members. Fourteen people with IDD and
2 family members (N =16) participated in the study.

We conducted six 60-minute focus groups and interviews via Zoom. We used a semi-
structured protocol to guide conversations. Examples of questions included:

(1) “Describe your experiences with the service system related to finding a job?”

(2) “Has funding for employment services affected your ability to keep and
maintain a job?”

(3) “Why or why not?”

Sessions were live-captioned, and participants could contribute verbally or through the
Zoom chat function.

We transcribed all sessions and supplemented each with detailed field notes as well as
notes from the Zoom chat. Data were analyzed using thematic analysis. We compiled
and coded field notes and chat transcripts using an iterative coding process. The
research team met regularly to ensure coding consistency, shared code definitions, and
analytic consistency. We developed analytic memos to synthesize themes and illustrative
narratives.

Findings

People Want to Work but Available Resources Do Not Always Match Their Needs

Study participants consistently shared that they wanted to work. Those who were working
or have worked in the past are proud of their contributions and the role that having a

job in the community plays in their life. They also shared the importance of high-quality
services in getting and keeping employment. At the same time, many people shared that
the resources available to them were often insufficient. The themes that emerged during
the interviews included some success stories, but also pointed at significant challenges
such as:

» the quality of services is inconsistent

» person-centered planning goals and employment outcomes are not well-connected
» people have low expectations of individuals with IDD

» services are not easy to access, and service systems must coordinate better

» barriers to transportation lack sustainable solutions

» service providers don’t always understand how to use technology to support
employment and community living
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The following sections include a detailed description of each of these themes.

The Quality of the Services is Inconsistent

Participants described mixed experiences with their services. Some reported positive
experiences. Others noted gaps and concerns with service quality and predictability.

Individuals and families also reported that when they felt dissatisfied and advocated for
service improvements, provider organizations pushed back. In such cases, individuals and
families felt they were being perceived as the source of the problem, and that providers
were not being held accountable. This dynamic contributed to a sense of being stuck or
powerless. Participants expressed concern that leaving a provider could jeopardize their
access to services and felt they had to accept substandard services to maintain any level
of support.

Person-Centered Planning Goals and Employment Outcomes are Not Well-Connected

Participants emphasized the importance of developing person-centered goals; however,
they also noted that employment services are not consistently delivered in ways that align
with person-centered planning principles. They expressed that job searches often default
to positions that are easiest to secure in the community rather than those that align with
the person’s interests and aspirations. One person shared,

“Job development needs to be customer focused. Focus on, you know... matching
the role to fit the person, not the person fit the job.”

Participants identified discovery and job-matching processes as important
components of person-centered planning. However, individuals felt that the discovery
process should be more clearly linked to jobs and industries that have opportunities
for career growth and economic advancement. Currently, the participants in this study
felt that the processes are linked to job types that do not take into account the full
range of a person’s goals for community living and the resources they will need to
achieve those goals.

Participants also mentioned that the discussions about volunteering often lacked
person-centered focus. People with a goal to volunteer in their service plan may hope
it will be a launch pad for work, helping them to build skills, develop confidence, and
prepare them for what to expect with paid work. However, participants noted that
while this was why they selected volunteering as part of their service plan, they did not
have intentional conversations with their service provider about how their volunteer
experiences would be used to help them build a resume or develop job specific skills.

Additionally, several people noted that employment services did not include job
seekers’ personal networks as part of the person-centered employment process.

They noted that this can be detrimental to a successful job search because personal
networks are especially helpful in finding job opportunities. They attributed this
disconnect in part to high staff turnover within employment services, which disrupted
continuity and the ability for employment services staff to build strong working
relationships with the person and their network. Compounding this issue is ongoing
workforce shortages, particularly in participants’ communities. This means that there
are fewer employment service staff available who have familiarity with local employers
and cultural contexts.
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On a positive note, individuals believed that participating in structured activities
through Project SEARCH has a strong impact on helping people develop and achieve
person-centered employment goals. They specifically shared that this is because the
model helps people connect to a pipeline of available jobs in their community and
provides opportunities to develop the skills required to be hired for a job.

People Have Low Expectations of Individuals with IDD

Low expectations for people with IDD were seen as a major barrier preventing many from
reaching their full potential. One person shared,

“As | say, | don’t suffer from autism, | suffer from low expectations syndrome.”

One parent shared how low expectations and the lack of focus on the individual as a
person impacted their family members’ opportunities for work.

“Just be exposed to some possibilities, because my child has a very, very limited
view of what they could do. You know, they have been told more often than not
the things that they can’t do. So, I’d love for my child to work with people that
talk about strengths, and the things that they can do.”

Several people noted that low expectations for employment impacted their ability to find
a job that met their person-centered goal of a full-time job with benefits:

“l haven’t had very much success in finding full-time, stable work. I’'ve pretty
much, you know, been in the part-time and gig economy.”

The service system is not effective at distinguishing what parts of individual’s life require
more support and which require less. People with IDD described a service system
focused on overprotection and risk aversion, and rigid in its ability to recognize the
nuances of people’s situations. On one hand, this overprotection and risk-avoidance limit
opportunities for people to pursue employment that truly aligns with their employment
goals, often defaulting them into stereotypical, “safe” job roles. On the other hand,
employers and service providers might label someone as “high functioning”, which sets
an expectation that they don’t need much support. That creates barriers for people who
have moderate support needs in one aspect of their life but still require more substantial
support in another. One person shared:

“When it comes to dealing with people that [have] low to moderate support
needs, you know, so-called high functioning [...] the system, everything’s, like,
culture of overprotection, you know, risk averse... even though I live in my own
apartment, I’'m not as... so-called high-functioning, independent as | may look.”

Services are Not Easy to Access, and Service Systems Must Coordinate Better

Some interview participants shared that they struggled to access the services they
need to successfully meet their employment goals. They noted that, because eligibility
requirements for Medicaid waiver supports vary by state, it can be hard to get the
employment services they need. Participants with IDD also shared that it is a barrier to
constantly have to prove their disability status and need for services. All individuals in
this study identified as having an intellectual disability and/or developmental disability,
both of which are chronic, lifelong conditions.
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Adults are encouraged to access employment services and supports from both the

VR and the IDD systems to meet their goals. However, the systems often do not
communicate effectively about individual clients. As a result, people with IDD often bear
the responsibility for coordinating their own services. This creates an additional barrier for
people who use services. One person shared,

“And here, IDD and VR are completely different, so, you know, we have to think
from one place to another; both places don’t talk.”

Another area of concern was navigating benefits plannings and earnings while still
accessing employment and community living supports. Participants shared that
services were more effective if they had a family member or friend to help them
navigate the systems. People without strong networks felt that they were less likely to
get the services they need. One parent shared,

“People who have the loudest advocates are more likely to get access to services
than those who don’t.”

Another parent shared how they view their role ensuring that their child is listened to:

“We’ve been advocating very strongly for meaningful activities, and to have a
meaningful life. And we’re met with a lot of hostility and a lot of pushbacks. And
a lot of... false promises and a lot of delay, deny, and ignore.”

These accounts suggest that even people who have help from family and friends
experience issues with their concerns being listened to and resolved.

Barriers to Transportation Lack Sustainable Solutions

Participants with IDD regularly report that transportation is a primary barrier to
employment. Issues such as confusing public transportation routes that require additional
time from your starting place to your destination, unreliable paratransit, and the lack

of availability outside of traditional work hours (especially in less populated or rural
communities) all make it difficult for people who do not drive or own a car to get to work.
While some communities offer access to ride share options (i.e. Uber or Lyft) specifically
for people with disabilities, participants each had their own opinion about whether

they are the best option for people with IDD. In areas where public transportation is

more readily available, training on how to use this type of transit is invaluable to people
with IDD. People who participated in this study felt that there is not enough of a focus

on individualized sustainable strategies to address transportation needs, and that the
Medicaid HCBS system could do more to address access to non-medical transportation.

Service Providers Don’t Always Understand How to Use Technology to Support
Employment and Community Living

Individuals and their families noted that technology is instrumental to successfully
achieving employment goals and community inclusion, especially for people who use
augmentative and alternative communication (AAC). One person and their family
shared the impact that AAC devices have had on their life:

“It’s about finding enabling technology that is empowering. So, uh, if not for
technology, people would have written my child off, but people think, you know,
like, they really, really respect my child now.”
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However, they also shared that most job coaches are not sure how to work with
people who use AAC, and as a result, do not know how to support employers to work
with people who use AAC. Other participants noted that technology is considered
expensive, and there is not always a clear way to pay for technology devices,
applications, or access within HCBS waiver employment services. For example, general
and assistive technology tools have been found to enable on-the-job success and fill
support gaps for people with IDD, but there has not been widespread adoption of
these tools for employment.

Lessons Learned

When services do work, they play a significant role in person’s success.

This study reinforces the notion that people with IDD have a strong desire to work
and take pride in their contributions. Effective services that help a person achieve
their employment goals were reported as essential for people with IDD in their path to
fulfillment and independence.

Service quality remains a central aspect of the service system for people with IDD.

Although participants were able to share some success stories, much of the discussions
focused on the challenges a person encounters when seeking and using services. The
services people encounter in the “real world” often do not match the HCBS waiver service
descriptions. This emphasizes the necessity to continue focusing on the quality of services
and monitoring how they align with waiver content and states’ employment goals.

How can state agencies better support providers?

The themes that emerged point to opportunities for strengthening employment
systems by:

» investing in a more competent and stable workforce
» increasing coordination between service systems
» anchoring employment services in genuine person-centered practices

» addressing cultural challenges, such as low expectations or biases related to the level
of disability

» addressing structural challenges, such as complex service navigation and access to
technology and transportation options
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Conclusion

Overall, the findings of this study highlight a deep commitment among people with
IDD to participate fully in the workforce, coupled with systemic barriers that prevent
them from achieving their employment goals. Individuals are clear about what they
want: a meaningful, person-centered service approach, high-quality and consistent
support, and equitable access to services, transportation, and technology that allow
them to thrive.

The findings from this research project emphasize the need for employment systems
to evolve in ways that honor individuals’ goals, reduce unnecessary barriers, and
ensure that every person has the resources, support, and opportunities required to
pursue meaningful, sustainable careers in their communities.

ThinkWerk!
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